Self-help groups as sites of active citizenship: a qualitative study of the democratising role of self-help in the public sphere by Chaudhary, Sarah
Chaudhary, Sarah (2014) Self-help groups as sites of 
active citizenship: a qualitative study of the 
democratising role of self-help in the public sphere. PhD 
thesis, University of Nottingham. 
Access from the University of Nottingham repository: 
http://eprints.nottingham.ac.uk/14525/2/PhD_correctedAug2014.pdf
Copyright and reuse: 
The Nottingham ePrints service makes this work by researchers of the University of 
Nottingham available open access under the following conditions.
· Copyright and all moral rights to the version of the paper presented here belong to 
the individual author(s) and/or other copyright owners.
· To the extent reasonable and practicable the material made available in Nottingham 
ePrints has been checked for eligibility before being made available.
· Copies of full items can be used for personal research or study, educational, or not-
for-profit purposes without prior permission or charge provided that the authors, title 
and full bibliographic details are credited, a hyperlink and/or URL is given for the 
original metadata page and the content is not changed in any way.
· Quotations or similar reproductions must be sufficiently acknowledged.
Please see our full end user licence at: 
http://eprints.nottingham.ac.uk/end_user_agreement.pdf 
A note on versions: 
The version presented here may differ from the published version or from the version of 
record. If you wish to cite this item you are advised to consult the publisher’s version. Please 
see the repository url above for details on accessing the published version and note that 
access may require a subscription.
For more information, please contact eprints@nottingham.ac.uk
  
Self-help groups as sites of active citizenship: a 
qualitative study of the democratising role of 
self-help in the public sphere 
 
 
 
Sarah Chaudhary LLB. MA 
 
 
 
 
Thesis submitted to the University of Nottingham 
for the degree of Doctor of Philosophy March 2014 
 
 
 
 
II 
 
Abstract 
Self-help groups in the United Kingdom continue to grow in number and 
address virtually every conceivable health condition, but they remain the 
subject of very little theoretical analysis. The literature to date has 
predominantly focused on their therapeutic effects on individual members. 
And yet they are widely presumed to fulfil a broader civic role and to 
encourage democratic citizenship. The thesis uses qualitative data derived from 
individual and group interviews with 33 groups in order to provide an outline 
of the ethos, aims, activities and structural arrangements of a broad range of 
self-help groups in Nottinghamshire, UK. It then uses these findings as the 
foundation on which to construct a model of self-KHOSJURXSV¶GHPRFUDWLVLQJ 
effects in the public sphere and as a means of differentiating them from other 
W\SHVRIµKHDOWKFLWL]HQVKLS¶RUJDQLVDWLRQVXFKDVQHZVRFLDOPRYHPHQWV,Q
order to do this it broadly follows the work of Jurgen Habermas, making use of 
his concepts of communicative action; system-lifeworld integration; lifeworld 
autonomy and collective identity as an appropriate framework against which to 
account for these groups in civic terms.  
It was found that in their pursuit of personal and collective identities the 
groups were augmenting individual autonomy through increasing mutual 
recognition and understanding in the lifeworld. Although at first sight the 
groups appeared to be structured hierarchically, leaders tended to use their 
influence to foster a type of communicative equality that sustained the 
democratic negotiation of these identities. In addition, through their two-way 
communicative links with the system the groups were adding to the complexity 
and quality of discourse in the public sphere and increasing the possibility of 
attaining social consensus. Unlike new social movements who are believed to 
operate at the protest end of civil society, the self-help groups were oriented to 
its enabling sector.  
Keywords ± self-help group; Habermas; social movement; collective 
identity; citizenship 
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1 
Introduction 
 
It is 30 years since the voluntary sector organisation Self Help Nottingham was 
established in order to offer advice, training and practical assistance to local 
self-help groups. Much has changed in the political landscape over that time; 
however at least two things have remained constant, the importance of 
healthcare provision coupled with the increasing costs of providing it 
(Fitzpatrick 2008), and the on-going concern with democratic disengagement 
and the perceived decline in active citizenship.  
It is widely believed that self-help groups have an important part to play in 
both of these areas; promoting the good health of their members through 
undertaking the type of associational activity that de Tocqueville deemed the 
heart of a vibrant democracy. Yet there appears to have been little 
acknowledgement of this at the political level. To date Self Help Nottingham 
remains the only organisation in the UK that is dedicated to the support, 
promotion and development of self-help groups. Similarly from an academic 
perspective, although a body of literature has begun to develop around self-
KHOSJURXSV¶PXWXDOVXSSRUWUROHDQGWKHEHQHILWVLWEULQJVWRLQGLYLGXDO
members, relatively little is still known about how these groups work, why 
they arise or the impact they have in the broader community ± surprising 
indeed for a phenomenon that is said to involve over 1.5 million active 
participants in the UK (Elsdon et al 2000). 
Of all the assertions made about the value of self-help groups, perhaps the least 
is known and understood about the role they are believed to play in stimulating 
democratic behaviour in the public sphere. It is therefore towards this gap in 
knowledge that the current thesis intends to contribute.  
In order to guide the work towards this end and to begin to formulate the types 
of question I wanted to ask it seemed appropriate to adopt an existing 
framework that had already conceptualised that area of social life in which 
self-KHOSJURXSV¶SDUWZDVWREHH[DPLQHG$QGLWHPHUJHGHDUO\RQLQP\
reading tKDW-XUJHQ+DEHUPDV¶LGHDVDERXWFLYLFEHKDYLRXUFOHDUO\UHVRQDWHG
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with what was known (or perhaps what was presumed) about self-help groups. 
For Habermas (1987, 1989, 1996) the public sphere or civil society emanates 
from the private sphere of life, acting as a space independent of both state and 
market. Its legitimacy relies on individuals coming together spontaneously and 
engaging freely in conversation about issues of universal human concern. This 
model seemed not only to capture what was going on in self-help groups, but 
also to provide the means by which I could move beyond the traditional focus 
on them as sites of personal support and therapeutic benefit to individual 
members.  Such emotionally grounded activities seemed at that stage to lack 
relevance to the broader questions about structural autonomy, ideology and 
political activity with which I was concerned. Working with the groups in 
person and gradually becoming acquainted with the data however took me on 
routes than I had not planned for, leading me back into areas I had not 
originally seen as important, and to a very different understanding - of both 
theory and groups ± than I had foreseen at the outset: The journey of my PhD 
LVDSWO\FDSWXUHGLQ76(OLRW¶VIDPRXVOLQHV 
We shall not cease from exploration  
And the end of all our exploring 
Will be to arrive where we started  
And know the place for the first time 
 
Overview of research aims. 
My preliminary appraisal of the self-help literature indicated that the view of 
self-help group members as drivers of democratic activity in the public sphere, 
whilst commonly held, was under-developed theoretically and lacked the 
support of adequate empirical data. The overall aim of the thesis is therefore to 
address this deficit and in doing so to gain a more thorough understanding of 
any civic role that self-help groups might perform as well as of the types of 
factor, both within and beyond the groups, that encourage or impede this role.  
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Rather than attempting to create a theoretical framework from scratch, the 
thesis utilises the existing work of Jurgen Habermas. His concepts of 
communicative action and the public sphere (1984, 1987, 1989) are used in 
framing the research questions as well as informing the analysis of the findings 
in order that a coherent civic model of self-help groups can be developed. By 
analysing the groups in these terms the thesis aims also to contribute to broader 
PRGHOVRIµKHDOWKFLWL]HQVKLS¶E\SURYLGLQJWKHPHDQVWRPDNHFRPSDULVRQV
with other lay health organisations. At the same time the emergent data will be 
XVHGWRUHYHDOWKHDGHTXDF\RI+DEHUPDV¶WKHRUHWLFDOFRQFHSWVDVtools with 
which to explain a real life social phenomenon. 
The detailed research questions are given in the methodology section; however 
the overarching issues that the thesis aims to address are as follows; 
x To what extent and in what ways can we understand self-help groups as 
drivers of democratic behaviour in the public sphere?  
x In what ways are self-help groups similar to or distinct from other lay 
health organisations in terms of their effects on active citizenship? 
x  How useful are Habermasian frameworks in accounting for the 
phenomenon of self-help groups as civic actors?  
In order to address these broad themes, I will ask questions in the following 
areas; 
x +RZGRHVDJURXS¶VVWUXFWXUHDIIHFWLWVDELOLW\WRVXVWDLQGHPRFUDWLF
discourse? How inclusive and egalitarian are the groups?  
x What is the relationship between self-help groups and public services? 
How autonomous are the groups? 
x To what extent do groups foster individual autonomy and 
empowerment? 
x How far do groups contribute to community empowerment? 
x What values underpin self-help groups and from where do these values 
come? 
x On what political ideologies are groups grounded, and what are the 
effects of different political standpoints? 
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x What do groups talk about? According to what types of framework do 
they conceptualise their health condition?  
 
Structure of the thesis 
 
Chapter 1 will examine the general self-help group literature in order to build a 
picture of the self-help group phenomenon. This will provide a context for the 
subsequent theoretical and empirical analysis. I shall begin with a brief account 
of the difficulties inherent in defining self-help groups and the approach to this 
issue taken in the current study. I then provide an overview of self-help groups 
in terms of their social origins, purpose and perceived benefits as well as what 
is known about who uses them.  
Chapter 2 introduces the theoretical framework that will guide the analysis of 
the self-help groups. Prior to this I will outline the existing approaches that 
have been followed with a particular emphasis on the minority of studies that 
conceptualises groups from broad community perspectives. These include 
ideas about self-help groups as part of the third sector; as normative 
communities and as parts of social capital networks. I shall also briefly 
consider the roles attributed to self-help groups within voluntary sector and 
sociological literature. In addition this chapter will provide an outline of the 
JURZLQJILHOGRIOLWHUDWXUHWKDW,UHIHUWRDVµKHDOWKFLWL]HQVKLS¶7KLVHQWDLOV
various strands of theory that attempt to account for the growing political and 
academic tendency to see health behaviours as a means of sustaining 
democracy. I will consider how far these models intend and are able to explain 
the specific role of self-help groups and will suggest that Habermasian ideas 
about communicative action may provide a means through which to 
incorporate self-help groups more fully within them.  
The remainder of the chapter will provide an explanation of those aspects of 
+DEHUPDV¶ZRUNWKDWUHODWHWRWKHFXUUHQWDQDO\VLV7KHVHZLOOLQFOXGHWKH
concepts of system and lifeworld, the contrast between strategic and 
communicative action and the requirements of rational, unconstrained 
communication. These ideas will be illustrated by reference to the existing 
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self-help group literature in order to ask how JURXSV¶VWUXFWXUHHWKRVDQG
purpose may either encourage or impede their democratising effects. The 
theory will also be used to draw out the ways in which current health and 
social care policy agendas might affect self-KHOSJURXSV¶FLYLFUROH 
Chapter 3 provides a discussion of the theoretical basis of the methodological 
approach. It includes an outline of the methodological and sampling strategy, 
research instruments and approach to data analysis and considers their 
advantages and drawbacks. The ethical issues are also discussed as well the 
limitations of the study.  
The findings are presented in Chapters 4 to 8. The first four are concerned with 
the substantive purpose and activities of the groups, namely their role in 
providing support and sharing information both within and beyond the group. 
The last chapter describes the ways in which the groups are structured, the 
reasons why they had adopted their particular structure and the effects of how 
they were organised. This section places particular emphasis on the differences 
in the roles and status of leaders and regular members. It discusses who 
participates in group tasks and in the various types of decision that are made by 
groups. 
Throughout all the findings sections the data will be used as a means of 
highlighting the ethos, ideologies and values on which the groups are grounded 
as well as indicating the nature of their relationship to public service providers.  
Chapter 9 includes the Discussion and Conclusions. It draws together the data 
from the findings that are most relevant to the conceptualisation of self-help 
groups as democratising agents in the public sphere. The discussion section is 
divided into two parts. The first offers an explanation of the processes through 
which self-help groups act as creators of personal and collective identity and 
examines the effects of this identity formation on communications in the 
lifeworld and discourse in the public sphere. It considers how the use of 
collective identity as a conceptual tool allows self-help groups to be 
differentiated from other health citizenship organisations.  The second part is 
concerned with the communicative role that self-help groups play at the 
boundary between the system and lifeworld. It examines the ways in which the 
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groups use knowledge from different sources and belonging to different 
conceptual frameworks in order to pursue their own goals. It considers the 
extent to which this gives rise to an integrative link between system and 
lifeworld, and thus adds to the complexity and quality of discourse in the 
public sphere as well as to the likelihood of attaining social consensus. The 
chapter ends with conclusions and reflections on the strengths and limits of the 
thesis. 
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1 Background to the study of self-help groups 
 
1.1 Introduction to the literature 
 
Searching the self-help literature in a systematic way presents a number of 
difficulties. Firstly, self-help research is still relatively new and undeveloped 
and, as Borkman (1999) states, it is not situated within a broader, 
contextualising body of knowledge that would give a coherent basis from 
which to develop further study or new approaches to the topic. Research 
conducted on self-help groups is spread across a number of disciplines such as 
psychology, organisational theory, nursing and sociology; and, with the 
exception of the International Journal of Self-Help and Self-Care, whose 
output of publications has been erratic in recent years, it does not have its own 
dedicated journals. The lack of specificity of the term µVHOI-KHOS¶LVVXFKWKDW
JHQHUDOVHDUFKHVUHYHDO¶VRIHQWULHVPRVWRIZKLFKDUHQRWUHOHYDQW
Furthermore the lack of UK literature has meant that researchers have been 
drawn into reliance on international studies when conceptualising self-help 
groups. Whilst these studies are undoubtedly valuable and provide much 
insight into all self-help groups, care has to be taken in applying their 
conclusions in different national contexts. Self-help is believed to evolve into 
unique forms in response to the political economy, and particularly the 
attitudes towards welfare provision, of the country in which it is based 
(Karlsson, Jeppsson, Grassman, Hansson 2002) and thus the ability to make 
generalisations across national boundaries will be limited. 
The disparate location of the literature meant that it was necessary to take a 
broadly incremental approach to its review. This entailed following up what 
appeared to be the most relevant references cited by the main authorities. 
Furthermore, as some of the research questions in which I was interested 
pertained to aspects of self-help groups that had received very little attention 
and a theoretical framework that had not been commonly used in their analysis 
it was important to maintain a very broad approach in order to glean material 
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from studies which were not directly concerned with the questions I was 
asking, but which nonetheless contained information that was relevant to the 
formulation and development of my research strategy. 
 
1.2 Defining self-help groups 
 
In view RIWKHLUSUROLIHUDWLRQRYHUUHFHQW\HDUVDQGWKHLU³VWDJJHULQJ´GLYHUVLW\
of form and function (Borkman 1999, Munn-Giddings 2003 p19) it is perhaps 
unsurprising that defining self-help groups has tended to be the subject of 
disagreement resulting in a lack of clarity over what is included within this 
term. Despite the importance of attaining conceptual clarity, limitations of 
space mean that only a brief overview of the main definitional arguments will 
be provided in this chapter. The issue will however arise at various points with 
respect to the task of differentiating self-help groups from other types of health 
citizenship organisation.   
As may be expected with any social phenomenon, but particularly with one 
that tends to arise spontaneously rather than through official or bureaucratic 
planning, there are extensive grey areas surrounding the concept of a self-help 
group. This is compounded by the different terminology used within various 
national contexts. For example US literature tends to use mutual aid or peer 
support instead of self-help and in the UK groups will frequently refer to 
WKHPVHOYHVLQDOWHUQDWLYHZD\VVXFKDV³FRPPXQLW\´RU³VXSSRUWJURXSV´
(Seebohm, Munn-Giddings, Brewer 2010, ESTEEM 2011 p20).  
The difficulties in ascertaining accurate boundaries between self-help groups 
and associations with which they share numerous characteristics, such as 
service-user groups, are amplified because self-help groups frequently have 
numerous, concurrent aims and functions (Wilson 1994, Munn-Giddings & 
McVicar 2006). Indeed different members of the same group may point to 
GLIIHUHQWUROHVDVEHLQJWKHJURXS¶VSULPDU\SXUSRVH5DGLQ$QGPDQ\
groups exist in a state of on-going evolution, gradually morphing into, for 
example, service-user organisations or social movements (Borkman & Munn-
Giddings 2008). Indeed the boundary between self-help groups and social 
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movements is one around which there is a particular blurring, with some 
authors using the terms interchangeably (Kelleher 2001, Chamak 2008, 
Troman 2008) whilst others differentiate them according to a range of criteria 
(Kelleher 2001, Brown, Zavestoski, McCormick, Mayer, Morello-Frosch, 
Gasior-Altman 2004).  Paradoxically the very flexibility and subjectivity 
which makes self-help groups so hard to define, may itself be one of their 
central characteristics.   
The precise meaning of the term self-help group is made more difficult to 
capture because it is itself in a constant state of evolution. This is illustrated by 
the fact that over recent years SeOI+HOS1RWWLQJKDP¶VRZQGHILQLWLRQKDV
GHYHORSHGIURPRQHLQZKLFKJURXSVZHUHXQHTXLYRFDOO\³UXQE\DQGIRUWKH
PHPEHUV´WRRQHLQZKLFKWRGD\³VRPH>VHOI-help groups] are run or 
IDFLOLWDWHGE\KHDOWKDQGVRFLDOFDUHSURIHVVLRQDOV´6+17RRONLW11). 
Similarly social and technological changes such as the proliferation of the 
internet and the emergence of social media (Seebohm et al 2010) have also 
added to the complexity of defining these groups. Despite these challenges 
though it is possible to discern some core characteristics that have generally 
been agreed upon as key to any definition of a self-help group. These are;  
 Membership of the group is voluntary  
 Group is self-organising 
 Group addresses a shared experience or problem  
 Group members provide mutual support  
 The control and ownership of the group rests with the members 
x       The structure is informal and non-hierarchical 
(Wilson 1994, Elsdon et al 2000, Steinke 2000, Munn-Giddings 2003, 
Borkman 2010). 
For some authors, certain core elements are deemed essential, for example 
Levy (1976) states that true self-help groups must have an express primary 
purpose of providing support. However care must be taken in asserting such 
prescriptive criteria. Self-help groups frequently arise spontaneously and 
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GHYHORSLQIRUPDOO\DORQJXQSODQQHGSDWKVWKHUHIRUHDFFRUGLQJWR/HY\¶VUXOHV
this would exclude those groups that have evolved into primarily supporting 
groups, but which nonetheless have never articulated this expressly. Indeed the 
informality that many authors see as a central feature of these groups means 
that establishing their primary purpose can be a difficult task. Many groups 
have a number of concurrent aims (Gray et al 1997, Adamsen & Rasmussen 
2001) such as education, dissemination of information and campaigning in 
addition to their supporting role. And, as Gray HWDO¶V study exemplifies, 
different group members may prioritise very different aspects of the group at 
GLIIHUHQWWLPHV7KLVVXEMHFWLYLW\LQKRZPHPEHUV¶SHUFHLYHWKHUROe and value 
of the group may itself be an important feature of self-help groups, to which, 
too rigid a definition appears ill-suited. 
The approach taken in the current thesis was therefore not to consider any of 
these core characteristics as crucial in itself but to conceive of them 
collectively as a bundle of attributes and ask whether groups possessed enough 
of them and to a great enough degree, to counteract the absence or less 
extensive possession of others. Having said this the existence of some element 
of member control, even if it is merely de facto, arising, for example, through 
the particular, sympathetic character of a professional, who, despite nominal 
authority allows the group to steer its own course, does stand out as a 
particularly vital characteristic. The absence of this feature may therefore 
demand very special circumstances for a group to be classed as self-help. 
 
 1.3 Origins, scope and purpose of self-help groups 
 
Self-help groups aim to address virtually every conceivable health condition or 
social situation (Jacobs & Goodman 1989, Madara 2008). The most common 
categories include; physical illness, mental health issues, disability, addiction, 
carers and social issues such as parenting, bereavement or divorce (Wilson 
1994, Elsdon et al 2000, Chaudhary, Avis, Munn-Giddings 2010). Within 
these categories groups may be concerned with very common or extremely rare 
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illnesses and situations; they may or may not be specifically for those with a 
medical diagnosis or for sufferers at particular stages of illness or recovery.  
Several difficulties are inherent in discussing self-KHOSJURXSV¶SXUSRVHDQG
benefits. Firstly, it can be hard to elicit the objectives of those groups that have 
no formally articulated aims. And for those groups with formal, written 
objectives there is the problem of frequently significant disparity between the 
official group purpose and the aims as perceived by individual members 
(Elsdon et al 2000), which themselves may be widely divergent (Gray et al 
1997, Radin 2006). In addition, benefits that are cited as arising from 
participating in the group may appear to come about as a result and hence 
SURYLGHHYLGHQFHRIDJURXS¶VSXUSRVH,QIDFWKRZHYHUWKH\ may be by-
SURGXFWVRISURFHVVHVWKDWDUHDQFLOODU\WRWKHSULPDU\UHDVRQVIRUWKHJURXS¶V
existence, for example, the personal skills and empowerment derived from 
contributing to the organisation of the group. 
Having said this, people obviously instigate and join self-help groups for a 
reason, with the aim and intention of achieving something through it. And the 
prevalence of self-help groups and their frequent longevity (Chaudhary et al 
2010) suggests that they are fulfilling objectives and producing the types of 
benefit that members expect from them.  The personal gains for individual 
members provide a common focus within existing empirical studies, which 
have tended to emphasise the therapeutic effects of participation. However the 
current study is not primarily concerned with this aspect of groups except 
insofar as it produces repercussions within the broader community or on the 
HYROXWLRQRIWKHJURXSV¶VWUXFWXUHSKLORVRSK\DQGSHUFHSWLRQRILWVORFXVLQ
relation to public services. This section will therefore only provide an 
overview of the purpose and benefits of self-help groups. 
In trying to ascertain self-KHOSJURXSV¶DLPVLWLVRIWHQQHFHVVDU\WRPDNH
inferences based on the reported outcome of groups as these are far more 
frequently discussed and are more extensively grounded in empirical data than 
TXHVWLRQVUHJDUGLQJJURXSV¶SXUSRVH/LWWOH8.HYLGHQFHH[LVWVDERXWIRXQGHU
PHPEHUV¶PRWLYDWLRQDQGDVSLUDWLRQVXSRQLQVWLJDWLQJVHOI-help groups (Munn-
Giddings & McVicar 2006). This has contributed to the tendency to rely on 
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presumptions grounded in more structural social theories in order to explain 
the reason for the growth of self-help groups. A common contention is that 
such groups arise in order to provide a sense of community in response to the 
erosion and disintegration of traditional social systems (Damen, Van Hove, 
Mortelmans 2000, Adamsen & Rasmussen 2001, Hatzidimitritriadou 2002, 
Katz 2003-4) such as religion or the extended family; However there is 
evidence that self-help group founders and organisers are frequently active 
participants in other types of voluntary and social association (Munn-Giddings 
& McVicar 2006), suggesting the existence of persistent and strong, rather 
than eroding, social ties. This of course is illustrative of the difficulties 
involved in trying to unpick the aims and objectives of a complex social 
phenomenon and the fact that the purpose for something such as a self-help 
group rarely exists on only one level (Maton, Leventhal, Madara, Julien 1989, 
Melucci 1989). Group founders may indeed themselves have extensive social 
networks, but this does not necessarily tell us anything about networks at the 
OHYHORIWKHEURDGHUFRPPXQLW\RUWKHJURXSIRXQGHUV¶EHOLHIVDERXWWKHP 
Academic studies also frequently suggest that dissatisfaction with and mistrust 
of expert, professional services motivates many self-help groups (Kush-
Goldberg 1979, Katz 2003-4, Baldacchino & Hussein Rassool 2006). However 
again this is not necessarily borne out by evidence that suggests frequent and 
growing alliances between self-help groups and public providers (Adamsen & 
Rasmussen 2001, Ben-Ari 2002). This kind of ambiguity is fairly typical of 
much of the literature that attempts to account at a broad social level for the 
existence of self-help groups. Groups are said to arise as a response to 
pervasive feelings of powerlessness and lack of control (Jason 1985, Katz 
2003-4), yet are seen as a function of discourses of empowerment (Wann 1992, 
Dickerson 1998); they are sometimes seen as addressing a general loss of 
choice (Katz 2003-4) but at the same time as part of the consumer choice 
movement (Dickerson 1998, Hatzidimitritriadou 2002); they are supposedly a 
medium for promoting the idea of self ± responsibility (Borkman 1999, 
Baldacchino & Hussein Rassool 2006) but are sometimes regarded as a key 
driver of medicalization DQGµYLFWLP¶VWDWXV(Conrad 1974, Elsdon et al 2000, 
Barker 2002); they are believed to arise as an outlet for the type of public 
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GLVFORVXUHW\SLFDORIDµWDONVKRZ¶PHGLDFXOWXUH-DFobs & Goodman 1989) 
EXWDOVRWRDFWDVDIRLOWRWKLVW\SHRILQDXWKHQWLF³SRVW-HPRWLRQDOLVP´
(Borman 1999 p58, Kelleher 2001); and they are said to grow from the demise 
of religion (Katz 2003-4, Baldacchino & Hussein Rassool 2006) and yet 
evidence suggests that religious activity is a strong predictor of participation in 
voluntary associations (Davis-Smith & Hedley 1992).  
This does not mean of course that broad structural or ideological factors play 
no part in the creation of self-help groups, but rather that care must be taken to 
ensure that presumptions about the reasons for the establishment of self-help 
groups are not simply perpetuated uncritically.  These divergent views of why 
self-help groups arise also serve as a reminder of their diversity and the fact 
that researchers approaching different types of group from a range of academic 
fields and from various national contexts may come to very different 
conclusions about the reasons for their proliferation.   
At a more tangible, individual level the objectives of self-help groups have 
been collated loosely into two categories; instrumental and expressive. In self-
help literature this is usually conceptualised in terms of inner-focused and 
outer-focused groups (Rootes & Aanes 1992, Borkman 1999, Adamsen & 
Rasmussen 2001); the intention of the former being to cause an individual to 
change their own behaviour or attitude, whilst the latter intends to affect the 
broader society by challenging prevailing norms and values.  
Self-KHOSJURXSV¶PRVWIUHTXHQWO\FLWHGSXUSRVHZRXOGIDOOLQWRWKHLQQHU-
IRFXVHGFDWHJRU\,WHQWDLOVJURXSPHPEHUV¶SURYLVLRQRIPXWXDOVXSSRUWWKH
appropriateness and unique value of which derives from their all having lived 
through similar experiences or situations (Wilson 1994, Nash & Paxton 2002, 
Munn-Giddings & McVicar 2006). Members express the need to simply be 
with people in the same circumstances in order to feel normal and to feel 
properly understood. This ability to empathise provides a sense of togetherness 
to counteract the feelings of isolation experienced after life-changing situations 
or difficult diagnoses. Instead of emotional, personal support some groups 
prefer to manifest this shared solidarity as less intimate social activity that still 
however, frequently results in real friendships or even occasionally marriage 
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(Ablon 1981, Radin 2006). In common to both types of group is the concurrent 
desire to use the understanding, normalising and safe environment of the group 
as a means of challenging the stigma with which their condition so often 
means they have had to live (Ablon 1981, Dickerson 1998, Williams 2004). 
This latter observation illuminates a number of issues about a self-KHOSJURXS¶V
purpose. Firstly it can highlight the blurred reality that makes instrumental ± 
expressive dichotomies seem too simplistic. Combatting stigma can clearly 
require changes in the way that individual members construct their identity and 
perceptions of themselves (Williams 2004). At the same time it poses a direct 
FKDOOHQJHWRVRFLHW\¶VYDOXHV,WDOVRLQGLFDWHVWKHSRVVLEOHUDQJHRISHUFHSWLRQV
DVWRDJURXS¶VSXUSRVHDPRQJVWGLIIHUHQWW\SHVRIPHPEHU± group leaders and 
long term participants probably being more likely than new members or those 
in acute crisis to see this type of long term strategy as a group aim. 
In addition to support, sharing information is a key process that arises through 
PHPEHUV¶FRPPRQFLUFXPVWDQFHV7KHLQIRUPDWLRQVKDULQJRU³H[SHULHQWLDO
VRFLDOOHDUQLQJ´%RUNPDQS that takes place within groups is 
JURXQGHGLQODUJHSDUWRQWKHPHPEHUV¶RZQH[SHULHQFH,QIRUPDWLRQLV
commonly about clinical matters which can focus narrowly on, for example, 
symptoms or treatments (Kush-Goldberg 1979, Coreil & Behal 1999, Radin 
2006) or more broadly on learning to live positively with a condition. When 
coupled with the support that takes place, this information sharing is a key 
factor in one of the primary purposes of many self-help groups, that is, the 
development of coping strategies (Rootes & Aanes 1992, Gray et al 1997). 
Helping members to cope with their condition or situation also means that self-
KHOSJURXSVKDYHDUROHLQHQVXULQJWKH\DUHDEOHWRJHWPRUHIURPWKHµV\VWHP¶
and from their encounters with professionals, consequently groups are seen as 
a forum for education about navigating and more effectively accessing the 
labyrinth of health, social and welfare services (Munn-Giddings & McVicar 
2006, Madara 2008).  Again this could be seen in both instrumental and 
expressive terms; helping members to address professionals more confidently, 
but also changing the attitudes of professionals regarding the extent to which 
they respect the autonomy and competence of service users.  
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In order to fulfil these objectives self-help groups do not limit themselves to 
reliance solely on their own experiences as a source of knowledge. Many 
JURXSVDLPWR³VKDWWHUWKHSURIHVVLRQDOLQIRUPDWLRQPRQRSRO\´5DGLQ
p591) and to create their own epistemological system (Williams 2004) that 
incorporateVDOOVRXUFHVRILQIRUPDWLRQWKDWPLJKWEHXVHIXOWRWKHLUPHPEHUV¶
better coping ± and that at the same time will ensure they are taken more 
seriously within the system and by professionals. Self-help groups frequently 
therefore invite expert speakers to meetings to provide the technical knowledge 
that would not otherwise be accessible to members (Wilson 1994, Nash & 
Paxton 2002). Acquiring and making use of this type of scientific knowledge is 
clearly a very significant part of how many self-help groups now see their 
purpose as entailing not just support, but also as an alternative source of 
expertise within the biomedical world (Williams 1989). This knowledge is 
frequently used to ensure that members can access the best and most cutting-
edge treatments (Dickerson 1998). It is this mastery of technological 
developments that enables those groups that address new or unacknowledged 
health conditions to campaign, often successfully, to have them recognised by 
medical regulatory bodies (Barker 2002, 2008). 
The increased knowledge and confidence that arise through participation in 
self-help groups are said to result in improved relationships between 
professionals and group members (Adamsen & Rasmussen 2001). This 
constructive rather than confrontational approach is indicative of the aim, 
which now appears to be held by many self-help groups, of working alongside, 
in complement to or even in partnership with public health and social care 
services (Stewart 1990, Emerick 1991, Ben-$UL*URXSV¶goals 
frequently incorporate numerous ways of working with professionals; most 
commonly this entails having an input into professional training programmes 
(Maton et al 1989, Coreil & Behal 1999, Adamsen & Rasmussen 2001, 
Madara 2008) or attending consultation exercises. In addition they might work 
together to promote awareness of a condition amongst the general public or 
potential sufferers (Wilson 1994, Radin 2006). Indeed some self-help groups 
and medical professionals have even formed campaigning alliances in the face 
of increased bureaucratisation of and managerialism in health resource 
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DOORFDWLRQ(SVWHLQ2¶'RQRYDQ7KLVGRYHWDLOLQJRIDLPVEHWZHHQ
medical institutions and self-help groups is also manifested through some 
groups undertaking, sometimes extensive, fundraising activities to support 
increased scientific research (Williams 1989, Kelleher 2001, Katz 2003- 4). 
Furthermore, self-help groups who see their purpose in terms of treatment and 
service provision appear to have begun, albeit not necessarily consciously, to 
perceive themselves as a component of, rather than mere complement to, the 
mainstream system. This is indicated by their desire to receive direct referrals 
from public health and social care agencies (Stewart 1990, Wilson 1994, 
Dunne & Fitzpatrick 1999) thus potentially positioning them under the aegis of 
state governance structures. 
Self-help groups do not, however, always aim to operate from a position of 
cooperation within the system. Their input into debates surrounding service 
provision or policy spans a range from participation in state sponsored 
consultation and alliances with medical professionals through independent 
advocacy to outright opposition to the biomedical establishment (Emerick 
1991, Buchanan & Walmsley 2006). For a minority of, mostly mental health, 
groups, the overriding purpose of the self-KHOSµPRYHPHQW¶(PHULFNLV
to create a space for radical opposition to dominant ideas, labels and practices 
&KDPDN7KHVHJURXSVVHHWKHPVHOYHVDVRYHUWO\µDQWL-SV\FKLDWU\¶
(Emerick 1991, Dickerson 1998, Crossley 2006) and hold this ideology as 
being so central to what they do that they may see non-oppositional self-help 
groups as entirely different entities to whom they also stand in opposition 
(Emerick 1991). In many ways they appear to be closer to social movement 
organisations than to typical self-help groups and in this they provide an 
interesting example of the blurred boundary between these types of 
association. Certainly they hold core aims such as empowerment, identity 
reconstruction and challenging negative labels that are usually associated with 
the former (Chamak 2008).  
Less radical groups who engage in campaigning and advocacy generally tend 
to see this as secondary to their main purpose of providing support and 
information to members (Gray et al 1997, Borkman 1999, Elsdon et al 2000). 
Indeed this role sometimes evolves completely informally through the 
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DFWLYLWLHVRILQGLYLGXDOPHPEHUVUDWKHUWKDQDVSDUWRIWKHJURXS¶VGHVLJQ
(Radin 2006). The majority of less radical groups that engage in campaigning 
appear to do so with quite narrow aims, usually involving improved services 
for their membership constituency (Katz 2003- 4 Radin 2006). And some 
commentators feel that despite reference to self-help as a µPRYHPHQW¶
(PHULFN6WHLQNHWKHUHLVOLWWOHHYLGHQFHIRUPRVWJURXSV¶ZDQWLQJ
to be part of such an idea (Adamsen & Rasmussen 2001). However it may be 
that even these moderate groups can play a role in informing or increasing 
awareness of broader political debates, such as those surrounding the 
controversial areas of genetic screening or assisted dying, or aim to affect the 
negative, pejorative language implicit in much media coverage of populations 
perceived as stigmatised.   
Any purposive association of individuals will, to some extent, be grounded in a 
system of normative values, however in many cases these will be presumed 
rather than overtly promoted as ideology.  This appears to be the case with 
many self-help groups. Groups generally state their aims in the seemingly 
value-neutral terms of offering support, information or ways of coping. 
However the means through which this is done could be said to be grounded 
on a range of principles such as personal responsibility, confidentiality, 
solidarity and non-judgemental attitudes (Borkman 1999, Adamsen & 
Rassmussen 2001, Munn-Giddings & McVicar 2006), even if these are not 
expressly articulated group aims. Some groups however do openly espouse a 
value based ideology as intrinsic to their purpose. The most obvious example 
RIWKLVLVZLWKWKHµVWHS¶SURJUDPPHVVXFKDV$OFRKROLFV$QRQ\PRXVDQG
Gamblers Anonymous that are more typical to the US rather than British 
conception of self-help. These groups promote a system of personal admission, 
responsibility and behavioural change grounded in rules derived from 
permitted texts ± in effect advocating a type of spiritual approach to self-help. 
Groups may also overtly advocate more political ideologies as part of their 
purpose, for example those anti-psychiatric groups discussed above or groups 
espousing feminist ideals (Kush-Goldberg 1979, Borkman 1999) or 
challenging dominant labels and attitudes (Ablon 1981, Chamak 2008).   
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1.4 Outcomes and benefits 
 
The majority of the literature that discusses the benefits of self-help groups 
HQWDLOVVPDOOTXDOLWDWLYHVWXGLHVWKDWJDXJHPHPEHUV¶RZQVXEMHFWLYHIHHOLQJV
(Katz 1981). The lack of more generalizable quantitative data has led some to 
warn against imputing positive effects of self-help groups without further, 
more robust evidence (Bottomley 1997). However, as the main outcomes of 
self-help groups pertain to personal feelings, self-perception and identity the 
former methodology does seem to provide an appropriate measure of these 
JURXSV¶LPSDFW)XUWKHUPRUH despite their being small in scale, the numerous 
studies tend to be in broad agreement with, and can thus act as a means of 
validating, each other. The research almost unanimously report personal gains 
to members that derive directly from the purpose and objectives of groups 
discussed above, for example, decreased feelings of isolation, better ability to 
cope and a more positive attitude (Scanlon-Schilpp & Levesque 1981, Gray et 
al 1997, Williams 2004, Munn-Giddings & McVicar 2006). In addition 
JURXSV¶VRFial activities result in friendship, marriage and other personal 
relationships (Ablon 1981, Docherty 2003, Radin 2006) that are clearly of the 
utmost significance to members. 
Some of the most important and commonly reported outcomes of self-help 
groups may initially be unintended by-SURGXFWVRIWKHJURXS¶VVXSSRUWLQJDQG
educational roles, although in some cases, particularly in more mature groups, 
there will no doubt, have been contemplation of these benefits as forming part 
RIWKHJURXS¶VSXUSRVH,QFUHDVed personal empowerment (Kush-Goldberg 
1979, Dickerson 1998, Cheung, Mok, Cheung 2005), one of the most 
important benefits in itself, is also seen to be at the heart of related gains such 
as better self-esteem and confidence, improved self-image and more positive, 
reformed, de-stigmatised identities (Ablon 1981, Cameron & Birnie-
Lefcovitch 2000, Adamsen 2002, Williams 2004). These effects feed into a 
JUHDWHUVHQVHRILQGHSHQGHQFHDQGPHPEHUV¶FRQWURORYHUWKHLURZQOLYHV
(Steinke 2000, Hatzidimitritriadou 2002) which in turn are factors in improved 
FRSLQJZLWKUHJDUGVWRERWKGD\WRGD\OLYLQJDVZHOODVZLWKPHPEHUV¶
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specific physical or mental condition (Hidlingh, Fridlund, Segesten 1995, 
Cameron & Birnie-Lefcovitch 2000). In addition participants report fewer 
incidences of stress, anxiety and depression (Trojan 1989). Similarly, this 
empowerment, effected through group support and information, derived from 
both peers and experts, is reported as resulting in the ability to obtain more 
value from interactiRQVZLWKSURIHVVLRQDOVERWKLQWHUPVRIPHPEHUV¶SHUVRQDO
conditions and through perceptions of having greater influence on policy and 
service provision. 
As well as the TXDOLWDWLYHVWXGLHVRIPHPEHUV¶SHUFHSWLRQV.U\RX]DQG
Humphreys (1997) have reviewed larger quantitative and longitudinal research 
in which self-help group membership was tested against control groups. Their 
report on the effects of groups in nine areas (mental health, weight loss, 
addiction, bereavement, diabetes, care-giving, old age, cancer and chronic 
illness) found very similar benefits to those already discussed. Nearly all the 
research they reviewed reported improvements on self-esteem and 
independence as well as less incidence of depression and anxiety. 
.U\RX]DQG+XPSKUH\¶VUHYLHZalso found that the research with mental 
health, addiction, weight loss and chronic illness groups suggested the 
potential cost effectiveness of using self-help groups as part of a treatment 
programme. In some cases this was due to self-help groups being as effective 
as professional services and in others because participation resulted in 
decreased use of publicly funded health and social care facilities.  According to 
the findings they summarised, group members needed fewer hospital 
admissions, shorter hospital stays and even took part in less criminal activity 
and risk taking behaviour after their involvement with the group. These 
findings are supported by numerous qualitative studies that also report 
PHPEHUV¶PRUHHIILFLHQWXVHRIVHUYLFHV7URMDQ%orkman 1999) and 
decreased need for acute intervention; for example, Cameron and Birnie-
/HIFRYLWFK¶VVWXG\LQZKLFKIDPLOLHV¶SDUWLFLSDWLRQLQVHOI-help groups 
resulted in fewer children being taken into care.  
The outcomes summarised by Kryouz and Humphreys clearly suggest 
repercussions beyond the group in terms of efficiency and resource allocation. 
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In addition their review supports the many qualitative studies that point to 
further extraneous advantages. Most immediately friends and family are said to 
benefit from better relationships with group members (Adamsen & Rasmussen 
2001). Beyond this, the community at large is believed to be a beneficiary of 
WKH³QHWZRUNIRUPDWLRQ´LELGS³VRFLDOOLQNDJH´/LHEHUPDQ	6QRZGHQ
1999 p47) and social capital (Folgheraiter & Pasini 2009) that arise from self-
help group activity (Rappaport 1994, Cameron & Birnie-Lefcovitc 2000). And 
these beliefs have probably contributed to the prevailing view of self-help 
groups as providing spaces for democratic participation in civil society 
(Damen et al 2000, Elsdon et al 2000, Hatzidimitritriadou 2002). As will be 
discussed in subsequent sections, making this kind of broad inference from the 
available data requires caution; however, those outcomes said to derive from 
self-help group participation such as the development of organisational skills 
(Elsdon et al 2002, Madara 2008), knowledge of the administrative system 
(Gray et al 1997), the adoption of an expanded worldview (Folgheraiter & 
Pasini 2009) and a positive impact on labelling and identity achieved through 
the development of a collective voice (Williams 2004, Kam Pun Wong & Fong 
Chow 2005 ) are all factors that are generally agreed to as being essential to a 
healthy civil society. 
 
1.5 The use and extent of self-help groups 
 
Literature from international sources including the USA, Scandinavia and the 
UK are in broad agreement that there has been a large increase in the number 
of self-help groups and their membership in recent decades (Elsdon et al 2000, 
Hatzidimitriadou 2002, Munn-Giddings & McVicar 2006). However, 
ascertaining self-help group usage is notoriously difficult particularly in the 
8.ZKHUHWKHRQO\FLW\ZKLFKKDVDQRIILFLDOµFOHDULQJKRXVH¶RUDJHQF\
dedicated to supporting and collating information about these groups is 
Nottingham. Indeed even in America, where clearing houses are far more 
widespread, Lieberman and Snowden (1999) have stated that a lack of good 
quality empirical data about self-help groups means that even broadly 
estimating the numbers involved is difficult. The very nature of many self-help 
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groups means that research is beset by methodological difficulties (Goldstrom, 
Campbell, Rogers, Lambert, Blackow, Henderson, Manderscheid 2006). 
)LUVWO\WKHUHZLOODOZD\VEHJURXSVWKDW³>GR@QRW ZDQWWREHIRXQG´LELGS
and thus remain beyond the reach of academic interest or official statistics. 
6HFRQGO\JURXSV¶UHOLDQFHRQNH\PHPEHUVRUJURXSOHDGHUVFDQPHDQWKDW
when the leadership changes researchers can lose contact with the group (ibid). 
In addition a lack of definitional uniformity (Jacobs & Goodman 1989) means 
that different studies may not be comparing like with like, and that some 
groups that some authors would define as self-help groups may be omitted by 
others, and similarly some groups widely regarded as not coming within the 
definition of self-help may choose to call themselves such (Elsdon et al 2000) 
leading to groups being erroneously included in counts. 
Having said this, recent years have seen a growth in the body of literature 
about self-help group membership (Lieberman & Snowden 1999, Goldstrom et 
al 2006). This includes Elsdon HWDO¶V 2000 study that estimated that there were 
over 23 000 groups in the UK with a membership of more than 1500 000. 
Furthermore he projected a subsequent growth rate of 9% per annum. 
However, these figures must be treated with caution as his study was based 
solely in Nottingham and his findings then extrapolated to provide national 
estimates. And it is likely that Nottingham, as the only locality with a 
dedicated clearing house that helps self-help groups become established and 
supports them throughout their existence, would be unrepresentative of the 
UK.  
There is some ambiguity about the characteristics of self-help group members 
both in the UK and internationally. A number of authors such as Barnett, 
Barnett, Pearce and Howes (2006) in New Zealand and Katz (1981) in the 
USA suggest that self-help groups tend to be used by the middle classes. 
Lieberman and Snowden (1999) and Jacobs and Goodman (1989) suggest that 
income levels do not seem to be as important as education levels in predicting 
self-help group membership ± with usage higher amongst the more highly 
educated. Borkman (1999) however, disputes this stating that self-help groups 
are used by all socio-economic groups. Elsdon HWDO¶V study which is based on 
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the biggest sample of any UK research supports the former view, finding that 
self-help groups are rarely used by social groups D and E. 
7KHUHLVDOVRXQFHUWDLQW\DERXWWKHQDWXUHRIPHPEHUV¶H[LVWLQJVRFLDO
networks. If self-help group membership is disproportionately from higher 
social and educational classes this would suggest stronger social networks and 
this is backed by Hidlingh et al (1995) who found that self-help groups tend to 
be used by more sociable, extrovert individuals who similarly tend to have 
stronger and more extensive social networks. Similarly Munn-Giddings & 
McVicar (2006) found that many self-help group members have participated 
previously in other voluntary activities, which suggests pre-existing social ties. 
However, Adamsen and Rasmussen (2001) believe that self-help group 
members tend to be those who are ostracised from other social networks ± and, 
as previously discussed, a number of authors see the growth of self-help 
groups as being caused by a breakdown of social networks (Cameron & 
Lefcovitch 2002, Hatzidimitriadou 2002, Katz 2003-4). It should be noted that 
these authors generally do not support their claims with empirical data ± 
KRZHYHU/LHEHUPDQDQG6QRZGHQ¶VVWXG\WKDWIRXQGWKHGLYRUFHGWREH
highest users of self-help groups could be used to support their view. 
 Unsurprisingly there has been little demographic breakdown of UK self-help 
group membership and so the knowledge we have about the make-up of groups 
is patchy. Elsdon et al found an overall ratio of approximately 1:2 men to 
women, although in small groups this decreased to 1:3. Munn-Giddings & 
McVicar on the other hand, found that 40% of the members of the carers 
JURXSVWKH\VWXGLHGZHUHPDOH7KHDQDO\VLVRI6HOI+HOS1RWWLQJKDP¶VFORVHG
group database found that there were more than six times the number of 
ZRPHQ¶VJURXSVWKDQPHQ¶VJURXSVLQRSHUDWLRQDQGWKDWWKHODWWHUZHUH
significantly more likely to fold in their first few years (Chaudhary et al 2010). 
In terms of the age groups of members, Elsdon et al found that whilst the most 
frequently occurring groups had a mixed age range, the reality within these 
groups was that most of the members were over 55. The second most 
frequently occurring age range was groups with a membership wholly over 55. 
This information was not available in the closed group analysis; however, it is 
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significant that within that sample the second most frequently occurring type 
of group was for parents, accounting for 18 per cent of groups, which suggests 
the likelihood of a significant proportion of younger participants, at least in 
certain types of group.  
There is a common perception of self-help groups as predominantly white 
(Coreil & Behal 1999, Gosine 1999, Lieberman & Snowden 1999) and as 
underused by ethnic minority communities. However, again, the evidence for 
this is inconclusive and this may, in some part, be related to questions 
surrounding the definition of self-help groups. It has been suggested that, 
whilst self-help activities may be the most popular form of voluntary activity 
amongst black people (Obaze 1999) and can have very beneficial outcomes 
ZLWKLQVXFKSRSXODWLRQV*RVLQHWKHWLWOHµVHOI-KHOS¶LVQRWSRSXODULQ
many ethnic minority cultures where it is seen as undermining their more 
collective, community based ethos (Ben-Ari 1998, Avis et al 2008). Ethnic 
minority groups may therefore be in operation in a guise that plays down the 
µVHOI¶DQGUHIOHFWVWKLVFRPPXQDOIRFXV)XUWKHUPRUH$YLVet al found that 
these groups may prefer to define and name themselves according to the 
activities, such as cooking or sewing, that are undertaken within the group. 
These differences may thus result in ethnic minority groups being omitted 
from the data on self-KHOSJURXSXVDJH:LWKLQ6HOI+HOS1RWWLQJKDP¶V
database of closed groups 66 groups out of 936 were exclusively for ethnic 
minorities. And in fact black groups were found to be more likely than any 
other category to survive into maturity beyond their first few years and become 
fully established (Chaudhary et al 2010).  
Separate questions are thrown up with regards to the ethnic variety within non-
exclusive self-help groups. But again there is little firm information about 
WKHVHJURXSV¶GHPRJUDSKLFPL[0XQQ-*LGGLQJVDQG0F9LFDU¶VSDSHU
one of the few recent UK studies to address this issue, cites the uniformly 
white membership of the groups that were studied, but acknowledges that this 
may simply be a reflection of the make-up of the local population.  
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2 The theoretical contextualisation of self-help groups 
 
Introduction 
The current chapter is divided into three main parts the overall aim of which is 
to provide an introduction to the theoretical conceptualisation of self-help 
groups and to indicate how the thesis intends to build on this.  
It begins with an overview of the analytical approaches that have been 
employed within the current self-help group literature. The bulk of work in this 
field has adopted an individual, therapeutic model; however, a minority of 
authors has always engaged with groups in more community orientated terms, 
exploring them as a form of voluntary association, as constituents of social 
capital networks and, most importantly, with respect to the concerns of the 
current thesis, as a type of normative community whose culture is a product of 
WKHJURXS¶VQDUUDWLYHUHVRXUFHV,WLVWKHSRVVLELOLW\RIVXFKFRPPXQLW\IRFXVHG
roles that has resulted in a range of authors beyond the field of self-help 
postulating these groups as key providers of civic spaces in which democratic 
participation and debate is enabled.  
7KHFKDSWHUWKHQSURYLGHVDEULHILQWURGXFWLRQWRWKHJURZLQJERG\RIµKHDOWK
FLWL]HQVKLS¶WKHRU\WKHSXUSRVHRIZKLFKLVWRFRQFHSWXDOLVHKHDOWKSROLFLHV
communications and behaviours in terms of their effects on democratic activity 
and institutions. An overview of the political origins of this field is presented 
in addition to its central academic concerns, perhaps the most important of 
which is the development of the theoretical tools as well as an adequate body 
of empirical evidence that will allow for clearer differentiation between the 
different organisations that operate within it. The discussion then moves on to 
an examination of the place that self-help groups have been seen to occupy 
within this literature, with particular emphasis on the ambiguity around their 
relationship to social movements. It identifies a number of analytical concepts, 
many of which originate in the work of Jurgen Habermas, which can help to 
address this lack of clarity.  
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The final section provides a detaLOHGDFFRXQWRI+DEHUPDV¶NH\LGHDVDQG
justifies their relevance to the analysis of self-help groups as well as to the 
advancement of health citizenship theory. The main focus is on rational 
³FRPPXQLFDWLYHDFWLRQ´WKDWLVWKHIRUPRILQFOXVLYHHJDOLWDUian dialogue 
about issues of public concern upon which, according to Habermas, democracy 
GHSHQGVSHUVRQDODXWRQRP\LQWKHSULYDWHVSKHUHRU³OLIHZRUOG´DQGWKH
communicative relationship between the lifeworld and the institutional sphere 
of relationships WKDW+DEHUPDVWHUPVWKH³V\VWHP´ 
 
 
2.1 Overview of theoretical approaches 
 
6LQFHWKH¶VZKHQVHOI-help groups began to develop into the current 
single issue, health focused form in which we most commonly see them today, 
their theoretical conceptualisation has been somewhat limited and attempts to 
broaden the range of explanatory frameworks has been sporadic (Katz 1981 
Adamsen & Rasmussen 2001). In their early years there were only occasional 
attempts to contextualise self-help groups within sociological or organizational 
models (ibid). And whilst some early explanatory concepts, such as 
5HLVVPDQ¶V³KHOSHU-WKHUDS\SULQFLSOH´DUHVWLOOZLGHO\XVHGWRGD\%RUNPDQ
1999 p91) there has been relatively little progress; theoretical understanding of 
self-help groups still being seen as under-developed, given the scale and 
continued growth of the phenomenon (Borkman 1999, Elsdon et al 2000). 
Analysis of self-help groups has tended to approach them from a therapeutic or 
human services perspective (Jacobs & Goodman 1989, Rappaport 1994, 
Hatzidimitritriadou 2002). According to this view self-help groups are 
XQGHUVWRRGDVSDUWRIDQLQGLYLGXDO¶VWUHDWPHQWDQGDVDQDOWHUQDWLYHWR
professional health and social care services (Rappaport 1994, Adamsen & 
Rasmusen 2001). A number of implications arise from studying groups in this 
way. Firstly it encourages  a single level understanding of how groups work, 
the main outcomes being understood in terms of clinical or psychological 
benefits to individual members (Hatzidimitritriadou 2002), with little ability to 
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account for broader effects at a societal or community level (Rappaport 1994, 
Steinke 2000), such as their impact in civil society or on democratic 
institutions (Borkman 1999). Secondly, the methodologies typically employed 
in this approach tend to result in groups being judged according to criteria, 
such as efficiency and clinical outcomes, usually associated with, and far more 
appropriate to, professional services (Rappaport 1994, Kryouz &Humphreys 
1997, Kelleher 2001). The use of such methodologies and frameworks, 
grounded on dominant, professional paradigms, has often meant that self-help 
JURXSVKDYHVLPSO\EHHQVHHQDV³VHFRQGUDWH´VHUYLFHSURYLGHUV5DSSDSRUW
1994 p121) with the unique benefits that accrue to members and the broader 
community being devalued or ignored. Furthermore framing self-help groups 
as a type of treatment programme or service provider runs the risk of 
perpetuating their professionalization as funding agencies and practitioners 
come to expect thePWRRSHUDWHLQOLQHZLWKSURIHVVLRQDO³ZD\VRIWKLQNLQJ´
and working (ibid 118) 
Although individual and treatment perspectives are clearly not without value in 
contributing to the understanding of certain aspects of groups, the range of 
questions they are able to address is limited and hence they can only ever, at 
best, provide a partial picture. A number of researchers have thus attempted to 
expand the scope of self-help group theorisation by adopting concepts that can 
account for groups as components of broader social networks that make up the 
3rd or voluntary sector, thereby locating them in relation, not only to public 
health providers, but also to a wide range of associations, including clubs, 
charities and political parties (Borkman 1999, Karlsson et al 2002). Self-help 
groups have thus been shown to function in dynamic relationships with the 
particular circumstances, practices and ideologies that operate in the 
communities from which they arise (Maton et al 1989, Karlsson et al 2002). 
By postulating groups as social networks embedded in local communities and 
cultures these authors have been drawn towards asking questions about the 
HYROXWLRQRIJURXSV¶VWUXFWXUHVOHDGHUVKLSPRGHOVDQGLQFOXVLYLW\WKHZD\V
that these organisational features affect the HYROXWLRQRIWKHJURXSV¶YDOXHV
HWKRVDQGLGHRORJ\DQGKRZWKHVHLQWXUQIHHGEDFNLQWRJURXSV¶ORFDOFXOWXUDO
context. Such a view of self-help groups has led to their being explained in 
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terms of their contribution to social capital (Folgheraiter & Pasini 2009), and 
their analysis in the light of commonly used indicators of social capital, such as 
personal empowerment, toleration of diversity and community participation 
has resulted in a generally very positive view of their role as drivers of network 
forPDWLRQDQGDV³VRFLDOOLQNDJHV\VWHPV´/LHEHUPDQ	6QRZGHQS
Cameron & Birnie-Lefcovitch 2000, Baldaccino & Hussein-Rassool 2006). 
 It should be noted however, that not all authors share this positive view of 
self-help groups. For example, Zygmunt Bauman (1999) sees these groups as 
contributing towards a retreat from community life, as part of a culture in 
which people focus increasingly on their own narrow concerns (Marcello & 
Perrucci 2000) and where problems and fears are removed from the public 
sphere and addressed solely in private spaces.  
The analytical focus of network, voluntary action and social capital theories, 
for example on groups as sites of norm creation and network formation 
(Coleman 1988), is indicative of a concern that is common to all the broader, 
community based approaches to the study of self-help groups. This is their 
preoccupation with processes rather than tangible, measurable outcomes, and it 
is this which most emphatically distinguishes them from treatment 
perspectives. Of particular interest to the current thesis are those studies that 
focus on processes of communication taking place within groups - these 
discursive practices are seen as the means through which groups develop their 
identity as normative, value based communities (Borkman 1999). Such 
theorists argue that groups, through a process of reflexive dialogue, are able to 
WUDQVIRUPPHPEHUV¶SHUVRQDOVWRULHVLQWRDFROOHFWLYHVRFLDOQDUUDWLYHLQZKLFK
PHDQLQJVDUHFUHDWHGDQGQHHGVDQGVROXWLRQVWRPHPEHUV¶SUREOHPVare 
articulated or reframed (Rappaport 1994, Borkman 1999). Borkman (1999 
p16) refers to this process of collective reflection DVDIRUPRI³FRPPXQDO
OHDUQLQJ´WKDWis generally VHHQDVJURXQGHGRQWKHW\SHRI³FROOHFWLYH
H[SHULHQWLDONQRZOHGJH´that is qualitatively different to both professionally 
GHULYHGLQIRUPDWLRQDQGDQLQGLYLGXDO¶V³LGLRV\QFUDWLFLQWHUSUHWDWLRQ´RIWKHLU
own subjective experience.  
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These narrative theories are especially illuminating as they allow for 
movement between different analytical levels - the personal stories and 
collective narrative both changing and being changed by each other. Such 
exploration of the communicative interplay between individual and group 
invites us to account for self-help groups in terms of individual and collective 
identity formation, both of which are believed to be perpetuated through the 
development of social narratives (Habermas 1989, McAdams, Josselson, 
Lieblich 2006). From such a perspective groups come to be seen as active 
producers of their own, unique normative cultures and in turn this encourages 
WKHXVHRIPHWKRGRORJLHVWKDWDLPWRXQFRYHUPHPEHUV¶³YLHZVRIWKHPVHOYHV´
rather than ³our views of them´ (Rappaport 1994 p120) which inevitably 
occurs, due to the epistemological dominance of mainstream, bio-medical 
paradigms, with those adopted by human services or treatment frameworks.    
Of course concepts such as empowerment, identity and network formation are 
not exclusive to one theoretical area. Consequently achieving nuanced 
understanding as well as analytical clarity is complex. Ideas within ostensibly 
quite distinct frameworks will frequently blur, overlap and causally affect each 
other. For example the development of group norms and values is conceived as 
a fundamental characteristic of both social capital formation and new social 
movement establishment (Coleman 1988). The norms that emerge are seen as 
making up the social capital that is created within a nascent social movement, 
WKHH[LVWHQFHRIZKLFKZLOOLWVHOIIHHGEDFNLQWRDFRPPXQLW\¶VVWock of social 
capital, which would in turn contribute to the likelihood of its giving rise to 
social movements.  
Anthony Giddens amalgamates many of these ideas in his discussion of self-
KHOSJURXSVLQWKHFRQWH[WRI³UDGLFDOLVHGPRGHUQLW\´%RUNPDQS61). 
This notion of modernity entails the creation of spaces in which identity can be 
reconstructed and new types of community built through a reflexive 
engagement with dialectically related frameworks such as; personal trust and 
impersonality; and abstract systems and day to day knowledge. The 
negotiation of this type of dichotomy, through their necessary engagement 
with bureaucratic, scientifically grounded services coupled with the authentic, 
personal relationships within groups, appears to play a significant role in how 
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self-help group members experience and address the life-changing situations 
they have undergone. Giddens (1994, 1998) refers to the principles and 
activities of community based self-KHOSDVDQLPSRUWDQWGULYHURIKLV³WKLUG
ZD\´SKLORVRSKy. Small, grassroots associations are seen to be a key element 
RIDVRFLHW\¶VFLYLFULFKQHVVWKURXJKWKHLUFRQWULEXWLRQWRFRPPXQLW\OHYHO
support networks and social capital stocks. These support networks act as 
forces for democratisation by opening up spaces for public debate that provide 
the opportunity for citizens to challenge accepted, dominant forms of 
knowledge and to collectively UHIOHFWRQTXHVWLRQVRILGHQWLW\VXFKDVµKRZZH
VKRXOGOLYH¶LQDFRPSOH[PRGHUQFRQWH[W)XUWKHUPRUHZLWKWKHHJDOLWDUian 
internal structure that they are presumed to display they provide a living 
example of democratic praxis which can serve as a model for and thus infiltrate 
the wider community. This habitualisation of democratic behaviour that arises 
from structural forms grounded on the negotiation of collective identity and 
that is believed to provide the basis for self-KHOSJURXSV¶FLYLFUROHLVDFHQWUDO
theme of both Habermas and new social movement theorists and will be 
examined  more fully below. 
The view of self-help groups as driving civic behaviour is also found within 
much voluntary sector literature and policy commentary which commonly 
portrays self-help and mutual aid as the most appropriate tool with which to 
effect democratic regeneration iQWRGD\¶VVRFLHW\(Harris 1998, Nash & Paxton 
2002, Daly & Howell 2006). A stronger focus on the principles of self-help is 
deemed necessary to counteract the perceived decline in the civic effects of 
traditional voluntary sector organisations (Hedley & Davis-Smith 1992, 
Whelan 1999, Fyfe & Milligan 2003). However, it should be noted that these 
claims are made largely without the support of either empirical evidence or 
thorough theoretical analysis and that their authors have given little 
consideration to the ways in which the abstract principles on which they 
believe self-help to be based, such as egalitarianism or inclusivity, actually 
manifest in practice within groups. Likewise they have no framework against 
which to differentiate between self-help groups with different aims, methods or 
structures.  
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2.2 Health citizenship  
 
A small number of authors have however begun to undertake detailed analysis, 
occasionally coupled with empirical study, in order to develop a democratic 
theory of self-help groups that is able to properly account for their contribution 
to the regeneration of the public sphere (Kelleher 2001, Scambler & Martin 
2001, Scambler & Kelleher 2006). This work relies heavily, but not solely, on 
Habermasian ideas about identity, unconstrained communication and personal 
autonomy as the ways in which self-help groups can affect discursive 
processes in civil society. These concepts will be dealt with more fully below 
as part of the discussion of Habermasian theory. However an outline of these 
authorV¶PDLQSURSRVLWLRQVZLOOEHLQFOXGHGDWWKLVVWDJH, as a central part of 
their work involves the conceptualisation of self-help groups as a type of new 
social movement; and the theorisation and classification of new social 
movements is a core concern withLQWKHEXUJHRQLQJILHOGRI³KHDOWK
FLWL]HQVKLS´=ROOHUS 
Reviewing the literature in this area presented a challenge due to the blurred 
conceptual boundary that exists between self-help groups and other types of 
lay and member-led health organisations such as health social movements, 
SDWLHQWV¶JURXSVDQGVHUYLFHXVHUJURXSV+RZHYHUDVWKHWKHVLVLVFRQFHUQHG
with those more outer-focused aspects of self-help groups, such as their 
involvement in consultation and advocacy, which are typically associated with 
these other types of health citizenship organisation it was necessary to include 
literature that was primarily located in this broader field. The aim of the 
literature review was to study a wide enough range of this work to provide a 
good understanding of the types of activity in which these categories of 
organisation were participating and to be able to make comparisons between 
them and self-help groups. However as the focus was primarily on the latter I 
did not engage with these bodies of literature to the extent that I did with that 
of self-help groups.  
There were two strands to my literature review strategy in these areas. Firstly, I 
conducted electronic searches RIUHOHYDQWWHUPVLQFOXGLQJµQHZVRFLDO
PRYHPHQW¶µSXEOLFDQGSDWLHQWLQYROYHPHQW¶DQGµPHQWDOKHDOWKXVHUJURXS¶,
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then followed up the studies that the initial searches threw up with a more 
incremental approach, accessing referenced papers that seemed to be most 
relevant to the particular focus of the thesis. 
The subject matter of this growing body of literature overlaps extensively with 
that of the current thesis and it shares much of its conceptual focus. It thus 
provides the opportunity to enhance my findings by giving a broader context 
within which they can be located. At the same time the current research 
provides empirical data, which is acknowledged to be greatly lacking in this 
field (Scambler & Martin 2001, Dahlgren 2002, Zoller 2005), against which its 
propositions can be more thoroughly tested.  
The policy context of health citizenship 
Academic interest in linking health behaviours with democratic activity 
reflects concerns at the political level, where, over recent decades, there has 
been a pervasive belief that civic engagement has been in decline (Habermas 
1989, Alexander 2006, Daly & Howell 2006) and that a broad range of social 
problems, from community dysfunction to voter apathy, are symptoms of this 
trend (Anheier 2004, Rogers 2004). Such views are apparent in the constant 
stream of cross-party rhetoULFLQZKLFKQRWLRQVRIµGHPRFUDWLFUHQHZDO¶DQG
µFLWL]HQVKLS¶KDYHEHHQKHUDOGHGDVEHLQJLQXUJHQWQHHGRIDFWLRQE\
successive governments (Rogers 2004, Williams 2004, Daly & Howell 2006). 
This political attention has grown in parallel with the philosophical position 
that holds that the concern of Western political economies has been moving 
away from broad emancipatory and redistributive questions, towards a focus 
on individual identity, ways of living and personal services (Giddens 1991, 
1998). The perceived need for democratic regeneration, within the context of 
VXFK³OLIHSROLWLFV´*LGGHQVSKDVVWLPXODWHGDVHDUFKIRUQHZ
channels through which citizenship and democracy can be bolstered and the 
public sphere revitalised. Whilst activities, notably participation in charitable 
organisations, which have traditionally been seen as supporting civil society, 
are deemed to have largely lost their ability to fulfil this role (Nash & Paxton 
2002, Lewis 2005), a plethora of government policies has been initiated as a 
means of countering this trend (Daly & Howell 2006).  
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The common thread running through these policy agendas is the broadly cast 
DLPWR³HQFRXUDJHFLWL]HQHQJDJHPHQW´LQRUGHUWR³UHYLWDOLVHGHPRFUDF\DWWKH
QHLJKERXUKRRGOHYHO´DQGWKHUHE\ ³EXLOGGHPRFUDWLFUHQHZDODWWKHQDWLRQDO
OHYHO´%OHDUVFLWHGLQ5RJHUVSL[WKURXJKFLYLFDFWLRQZLWKLQWKH
community. And the methods through which these aims are to be achieved 
frequently entail ideas and practices that operate at the heart of self-help 
(Bowles 2010). Initiatives ranging from the voluntary sector Compacts in the 
¶VWRWKH&RDOLWLRQ¶V%LJ6RFLHW\DUHDWOHDVWDFFRUGLQJWRWKHUKHWRULF
grounded in the core idea of encouraging local, grassroots, associational 
activity (Daly & Howell 2006, Parry, Alcock, Kendall 2010). This activity can 
take a number of forms in order to produce various outcomes, the most 
prominent of which are citizen participation in decision making and 
governance processes, and voluntary and community groups¶LQFUHDVLQJUROHLQ
service provision (Daly & Howell 2006, Hewes, Buofino, Ali, Mulgan 2010).  
Health policy 
Within this broad policy agenda there has been a growing tendency to make 
explicit links between health behaviours and citizenship, and consequently, in 
using health policies to address the dual aim of improving health whilst at the 
same time stimulating democracy (Baggott 2011). This emphasis on health as a 
catalyst for civic activity brings these policies even more explicitly into self-
help group territory. At an individual level, initiatives such as the 
personalisation of health and social care budgets and the Self Care programme 
SXUSRUWWRUHFDVWWKHLGHQWLW\RIWKHµSDWLHQW¶DVDQDFWLYHDJHQWLQFRQWURORIWKH
management of their own condition. Through actively taking control of their 
treatment, it is suggested they will be empowered to take greater command 
over their lives and hence be better equipped to contribute within the civic 
sphere (DH 2006a,b, Daly & Woolham 2010). The Self Care and Expert 
Patient Programme also promote participation at a more collective level 
through their emphasis on peer led training courses and community based 
services. Through these they offer opportunities for both voluntary activity and 
also for peer based sharing of information and experiential knowledge. Their 
outcomes are thus articulated not only as affecting individual health, but also 
in civic terms whereby it is claimed that involvement in such programmes can 
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result in enhanced citizenship through which ³VRcially aware individuals 
FRQWULEXWHWRFRPPXQLW\DFWLRQEHFDXVHWKHKHDOWKRIDOOLVDSXEOLFJRRG´
(Greenhalgh 2009). 
Successive governments have promoted the idea of community, and 
particularly patient, involvement in decision making through participation in 
consultation forums, planning processes and Public and Patient Involvement 
initiatives (DH 2006a,b, Mold 2010, Baggott 2011). Such processes are said to 
contribute to civic renewal through giving individuals and communities a 
greater say in services and processes that affect their lives (Daly & Howell 
2006). Unsurprisingly these procedures have made use of self-help, service 
user and patient groups as a convenient means of obtaining lay input into their 
discussions (Hodge 2005, Godin, Davies, Heyman, Reynolds, Simpson, Floyd 
2007, Baggott 2011). Similar claims are made about the civic impact of the 
diversification of service provision through the use of third sector 
organisations in service delivery, and again this is an area in which it is 
believed self-help should play a key part (Daly & Howells 2006, Bowles 
2010).  
Effects of policies 
Whilst these policy developments undoubtedly appear to open up new 
opportunities for self-help and other types of health group, they may also bring 
certain risks in terPVRIJURXSV¶LPSDFWLQWKHSXEOLFVSKHUH2QWKHSRVLWLYH
side, agendas such as the Expert Patient and Public and Patient Involvement 
might serve to legitimize peer support and lay knowledge and thus enhance 
perceptions of the value of self-help groups. However, in being brought under 
the aegis of the state, it is possible that the concepts, language and practices of 
self-KHOSFDQEHFRRSWHGWRIXUWKHUWKHJRYHUQPHQW¶VRZQDJHQGDDQGLQGRLQJ
so emasculate the voice of lay health groups. Such a process has been observed 
as having undermined the autonomy of the US service user movement 
(McLean 1995).  
Recasting self -help groups as an integral part of public provision raises a 
number of fears that are widely believed to have come about within the UK 
voluntar\VHFWRUDIIHFWLQJWKHODWWHU¶VDELOLW\WRPHDQLQJIXOO\SURPRWH
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citizenship and contribute to civic dialogue. Through the dependence on state 
funding that their role as service providers has necessitated, these organisations 
are said to have become increasingly homogeneous, reluctant to engage in 
activities that challenge the status quo and susceptible to demands for 
accountability and preordained performance outcomes that diminish their 
autonomy (Hedley & Davis-Smith 1992, Fyfe & Milligan 2003, Lewis 2005). 
It is in response to the risks that arise from this policy agenda, and as a means 
of disentangling its rhetorical claims from its actual effects, that theorists have 
begun to advocate the practical application of Habermasian ideas to policy and 
practice evaluation. Concepts such as communicative action, ideal speech and 
deliberative democracy, all of which are discussed below, have been used over 
recent years as analytical tools with which to uncover hidden and overt 
cooptation, true levels of representativeness, and impediments to inclusivity in 
public engagement initiatives and health and social care policy more broadly 
(Houston 2002, Hodge 2005, Godin et al 2007, Hayes & Houston 2007).  
Overview of the scope of health citizenship 
It should be noted that whilst it is used by some commentators (Zoller 2005), 
WKHUHLVQRDFFHSWHGERG\RIWKHRU\XQLILHGXQGHUWKHKHDGLQJRIµKHDOWK
FLWL]HQVKLS¶7KHWHUPZDVFKRVHQDVWKDWZKLFKLWZDVIHOWEHVWGHVFULEHVWKH
growing academic interest that mirrors the political trends referred to above. 
The term is used to encapsulate the increasing number of studies that equate 
health focused activity with democracy, and citizenship with patienthood. Its 
subject-matter includes the array of organisations that mobilize around health 
issues and are said to play a democratising role at the political level (Brown et 
al 2004, Blume 2006, Chamak 2008). These organisations are defined as 
EHORQJLQJWRQXPHURXVFDWHJRULHVLQFOXGLQJµHPERGLHGKHDOWKPRYHPHQWV¶
µKHDOWKDFWLYLVP¶µKHDOWKFRQVXPHURUJDQLVDWLRQV¶DQGµVHOI-KHOSJURXSV¶7KH\
have a range of immediate aims including the provision of mutual support, 
service delivery and influencing policy; and they employ a variety of practical 
methods in order to attain these ends. However, they are all stated to be 
grounded in shared values, including egalitarianism and inclusivity that give 
rise to common processes of grass-roots participation, deliberative democracy 
and self-help (Jones, Baggott & Allsop 2004; Zoller 2005, Landzelius 2006).  
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That any political activity undertaken through these organisations arises in 
UHVSRQVHWRFRQFHUQVWHPPLQJIURPWKHLQGLYLGXDOERG\DQGSDUWLFLSDQWV¶
exclusive focus on their own health condition raises questions about whether 
these democratising claims have been accepted too readily. At first sight they 
appear to sit uncomfortably with the Habermasian requirement (discussed 
more fully below) for civic communication to be grounded in a concern with 
XQLYHUVDOLVVXHV,QGHHGHYHQFULWLFVRI+DEHUPDV¶HPSKDVLVRQµWKHXQLYHUVDO¶
DFNQRZOHGJHWKHQHHGIRU³HQODUJHGPHQWDOLW\´%HQKDELEFLWHGLQ
Karppinen, Moe, Svensson 2008 p11) in democratic discourse, in which the 
effects on and views of others are taken into account in the course of civic 
conversations. And it could be argued that this is unlikely to take place in 
organisations with a singular focus on their own condition. Those who defend 
the civic status of these types of association however, claim that the health 
UHODWHGFDXVHVWKDWWKH\DGRSWLQFRUSRUDWHWKHJDPXWRI³SUHVVLQJSROLWLFDO
FRQFHUQVRIRXUGD\«>VXFKDV@GHEDWHVFRQFHUQLQJULJKWVDQGUHVSRQVLELOLWLHV
«>DQG@WKHOLQNDJHVEHWZHHQFLWL]HQVDQGJRYHUQDQFH´/DQG]HOLXV
p529). Similarly, in their resistance to negative labels and stigmatised identities 
(Hodge 2005, Chamak 2008) health focused groups are believed to contribute 
to broad questions of power, social justice and inclusivity that are relevant far 
EH\RQGPHPEHUV¶RZQFRQGLWLRQRUVLWXDWLRQ(SVWHLQ 
 Classifying health citizenship organisations 
A wide variety of health based organisations are believed to provide the 
opportunity for active civic participation and the promotion of citizenship. This 
includes new social movements (Kelleher 2001, Brown et al 2004), health 
consumer (Jones et al 2004), service user (Hodge 2005), health advocacy 
(Zoller 2005) and, at times, self-help groups. Due to their extensive similarities 
and overlapping aims and methods there is little clarity or agreement as to 
where the boundaries between these groups lie or regarding their relative 
contributions to democratic discourse. Consequently the main focus of much 
of the literature is on the development of new theoretical tools which can 
account for the similarities, differences and unique effects of different types of 
association (Brown et al 2004, Zoller 2005, Blume 2006, Landzelius 2006, 
2¶'RQRYDQ,QRUGHUWRGRWKLVPRVWFRPPHntators advocate the use of 
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an eclectic approach to theory building, borrowing from many of those 
frameworks discussed above, such as social capital, organisational, social 
movement and Habermasian, that have begun to be employed in the study of 
self-help groups.  
Despite the use of theoretical models that have been shown to be relevant to 
the explanation of self-help groups, as well as broad agreement that health 
citizenship organisations are grounded in characteristics and values typical of 
self-help, such as shared personal experience, mutual aid and identity 
reconstruction (McLean 1995, Crossley 2006) there is disagreement as to the 
extent to which self-help groups are deemed to act as health citizenship 
associations. The lack of clarity regarding the role played by self-help groups 
may owe something to the tendency in some literature to define a whole range 
of health citizenship organisations as types of social movement and to explain 
them in terms of social movement theory. Yet there appears to be some unease 
about the extent to which such terminology is able to capture the essential 
characteristics of self-help groups. It should be noted that this is not the case 
IRUDOODXWKRUVZLWKVRPHEHLQJKDSS\WRXVHWKHWLWOHVµVHOI-KHOSJURXS¶DQG
µVRFLDOPRYHPHQW¶LQWHUFKDQJHDEO\.DW]7URPDQ&KDPDN
HYHQDWWLPHVFRQIODWLQJWKHPLQWRµVHOI-KHOSPRYHPHQWV¶7KHVHDXWKRUV¶
definition of self-KHOSJURXSVVRFLDOPRYHPHQWVHQWDLOVDUROHLQ³FKDOOHQJLQJ
H[WDQWDXWKRULW\´DQGDVKLIW³IURPVHOI-blaming to structural blaming, from 
victim-EODPLQJWRV\VWHPEODPLQJ´&KDPDNS$VVXFKWKH\DUHFOHDUO\
being credited with a political element that acts as a means of converting an 
LQGLYLGXDO¶VVHQVHRIPLVIRUWXQHLQWRDFROOHFWLYHVHQVHRILQMXVWLFH  
For others however self-help groups are perceived as an evolutionary stage on 
WKHZD\WREHFRPLQJDQHZW\SHRIRUJDQLVDWLRQWKDW³VXUSDVV>HV@WKHVFRSH´
(Epstein 1995 p427) of traditional self-help groups, such as a social movement, 
health consumer or activist group (Zoller 2005, Blume 2006). This view 
LPSOLHVWKDWDWWKHVWDJHRIRSHUDWLQJDVDµSXUH¶VHOI-help group they may lack 
some characteristic that is possessed by fully fledged health citizenship 
associations. This deficit has sometimes been conceptualised as the absence of 
D³SROLWLFLVHG´GLPHQVLRQWKDWLV³OLQNHGWRDEURDGHUVRFLDOFULWLTXHWKDWYLHZV
VWUXFWXUDOLQHTXDOLWLHV«DVUHVSRQVLEOHIRUWKHFDXVHVDQGRUWULJJHUVRIWKH
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GLVHDVH´DQGUHVXOWVLQLQGLYLGXDOVZKR³QRORQJHUIRFXVSULPDULly on treatment 
access [and] support groups but on seeking structural change´%URZQet al 
2004 p60-61).  
The lack of clarity around the relationship of self-help groups to social 
movements is indicated by the fact that whilst Brown et al themselves see self-
KHOSJURXSVDVODFNLQJWKH³SROLWLFLVHGFROOHFWLYHLGHQWLW\´LELGWKDWLVDWWKH
KHDUWRIWKHLUPRGHORI³HPERGLHGKHDOWKPRYHPHQWV´LELG6FDPEOHUDQG
Kelleher (2006 p227) refer to self-KHOSJURXSVDV³DPRQJVWWKHPRVWUDGLFDORI
NSMs in the health ILHOG«>WKDW@DSSUR[LPDWHPRVWFORVHO\WR%URZQDQG
$VVRFLDWHV¶LGHDORI(+0V´ 
In an attempt to account for both their differences and extensive similarities 
Kelleher (2001) offers a compromise. Whilst he sees self-help groups as social 
movements this is only in limited ways, meaning that they are better defined as 
³SDUWRIWKHFXOWXUHRIQHZVRFLDOPRYHPHQWV´S+LVFRQFHSWXDOLVDWLRQRI
self-help groups draws heavily on the work of Habermas as well as on social 
movement theorists such as Offe and Melucci. And his construction of self-
help groups as new social movements and the political role they thus play 
certainly seems to resonate on a number of levels with what is known about 
self-help groups in the UK.  
Following White, Kelleher sees Habermas as providing the best framework for 
understanding the democratising behaviour of new social movements / self-
help groups in terms of their defence of the lifeworld against its colonisation 
E\WKHV\VWHPDQGJURXSV¶FRQVHTXHQWHIIHFWVLQHQVXULQJWKHOLIHZRUOGLVDEOH
WRPDLQWDLQLWV³VRFLDOO\LQWHJUDWLYHIXQFWLRQV´SRIFUHDWLQJDQd 
communicating values and identities. Through such strengthening of lifeworld 
autonomy individuals are able to legitimise their experiential knowledge and 
incorporate their illness into the context of their whole identity, rather than 
allowing it to be subsumed under the technical aspects of their condition. At a 
broader level, self-KHOSJURXSV¶µSROLWLFDO¶QDWXUHUHIOHFWVWKDWZKLFKLVW\SLFDOO\
ascribed to health social movements, in that they are said to act as sites of 
resistance to medical power, from ZKLFKWRPRXQWFKDOOHQJHVDJDLQVW³WKH
LQGLYLGXDOLVDWLRQRIGLVHDVHDQGWKHSRZHURISURIHVVLRQDOV´9LQFHQW
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cited in Kelleher 2001 p131). However despite the undoubted value of 
.HOOHKHU¶VZRUNLQIXUWKHULQJXQGHUVWDQGLQJRIVHOI-KHOSJURXSV¶UROHLQ 
bolstering the lifeworld and sustaining the public sphere through providing the 
conditions for communicative action and identity creation, the reasons for their 
distinction from, or being seen only as a limited form of new social movements 
remain obscure. Self-help groups, he suggests, do not fully qualify as new 
VRFLDOPRYHPHQWVDVWKH\DUH³QRWSROLWLFDO´H[FHSWLQREOLTXHZD\VSDQG
\HWKHFRQFHGHVWKDWQHLWKHUDUHKHDOWKVRFLDOPRYHPHQWVSROLWLFDO³LQDGLUHFW
VHQVH´S 
A couple of possible, and perhaps related explanations for the lack of clarity 
regarding the conceptual boundary between self-help groups and new social 
movements, and in terms of self-KHOSJURXSV¶SDUWLFXODUFRQWULEXWLRQWRFLYLF
discourse suggest themselves from the available literature. Firstly, the range of 
organisations under discussion may simply be too wide to allow for 
generalisations. Much of the literature in this field moves freely between, on 
the one hand, discussion of global, anti-capitalist type movements, national or 
international environmental movements, or large, overtly political movements 
VXFKDVWKHPDLQ$,'6RUJDQLVDWLRQVLQWKH86$DQGRQWKHRWKHUKDQGµVHOI-
KHOSJURXSV¶6FDPEOHU	.HOOHKHU$QGIURPZKDWLVNQRZQDERXWWKH
latter in the UK, from studies such as Elsdon HWDO¶V, or from agencies such as 
Self Help Nottingham, these will often bear very little obvious similarity to the 
larger, more overtly political associations, in terms of their immediate aims, 
structure, activities or ways of communicating.  
Further evidence of this conceptual disparity arises through the frequency with 
ZKLFKQHZVRFLDOPRYHPHQWVDUHVDLGWREHJURXQGHGLQ³WKHFXOWXUHRI
FKDOOHQJH´PRELOLVLQJDURXQG³FRQIOLFWXDOLVVXHV´DQGXVLQJ³IUHTXHQW«
IRUPVRISURWHVW´± (della Porta & Diani cited in Scambler & Kelleher 2006 p 
220). They are similarly said to mobilise transnationally, forming broad-
ranging alliances united by a critique of economic growth (Scambler & Martin 
2001) none of which seem to reflect the priorities of self-help groups. If self-
help groups are therefore to be attributed with a role in the public sphere it 
seems necessary to theorise it according to different parameters that those that 
DUHXVHGLQDFFRXQWLQJIRUQHZVRFLDOPRYHPHQWV¶7KHUHDVRQIRUFROlapsing 
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conceptual categories in this way may lie in part with the dearth of empirical 
research - especially at the small, local self-help group end of the spectrum - 
which has adopted the frameworks of deliberative democracy, collective 
identity or the public sphere. This may have resulted in certain classes of group 
being squeezed into models empirically tested on very different types of 
organisation.  
6FDPEOHUDQG.HOOHKHUDQG6FDPEOHUDQG0DUWLQ¶VDQDO\VLVRI
WKHVSHFWUXPRIµVHFWRUV¶WKDW constitute the lifeworld offers an interesting and 
potentially useful tool with which to begin to unpick this issue and gain a more 
nuanced explanation of the particular ways in which this vast range of 
associations is able to sustain communicative action in the public sphere. They 
GUDZDSDWKIURPWKHµHQDEOLQJ¶VHFWRULQZKLFKQHHGVDUHLQLWLDOO\LGHQWLILHG
DQGDUWLFXODWHGWKURXJKWKHµSURWHVWVHFWRU¶LQZKLFKVRFLDOPRYHPHQWVWDNH
up these needs, in order that they can then be transmitted to the attention of 
governments in the institutionalised section of the public sphere. They refer to 
WKHIRUPHUVHFWRUDVLQFOXGLQJ³IDPLOLHVSXEVDQGRWKHUPHHWLQJSODFHV´
(Scambler & Kelleher 2006 p222) and the latter as populated by new social 
movements. There are currently few data available that allow us to locate self-
help groups on this spectrum, but the findings in the current study aim to go 
some way towards doing this. 
One area in which there appears to be a particular lack of empirical research 
and yet which is of fundamental importance to understanding self-help groups 
or new social movements in terms of both communicative action (Habermas 
1984, 1987) and collective identity (Melucci 1989, Habermas 1989, 1996), 
both of which are discussed at length below, is with respect to their internal, 
organisational structure. Although frequent references are made to the non-
hierarchical nature of self-help groups / new social movements and the 
democratic nature of participation within them (Zoller 2005, Scambler & 
Kelleher 2006) little evidence is available with which to substantiate these 
claims. And yet Melucci (1989 pp 45, 60) in particular emphasises the 
HVVHQWLDOIXQFWLRQRIJURXSV¶VWUXFWXUDOIRUPVDV³FRQVWLWXWLYHSDUWV´RIWKHLU
substantive purpose and methods and the networks of relationships to which 
they belong. Furthermore a properly collective identity can only be formed 
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WKURXJKWKHSURFHVVRIRSHQXQLPSHGHG³QHJRWLDWLRQDQGUHQHJRWLDWLRQ´S
WKDWOLNH+DEHUPDV¶FRPPXQLFDWLYHDFWLRQLQFOXGHVDOOLQWHUested parties 
within the conversation. Asking questions about the extent to which health 
FLWL]HQVKLSDVVRFLDWLRQV¶VWUXFWXUHVSURPRWHWKLVW\SHRILQFOXVLYLW\DQG
participation within collective negotiations may also help to produce a richer 
understanding of the variety of ways in which different organisations promote, 
or indeed impede, democratic behaviour. And again this is something, with 
respect at least to self-help groups, to which it is hoped the current findings 
will be able to contribute. 
 
2.3 The Habermasian perspective 
 
The thesis aims to build on the small number of studies that have made use of 
Habermasian concepts in order to construct a democratic theory of self-help 
JURXSV¶LPSDFWLQWKHSXEOLFVSKHUH,QGRLQJWKLVLWLVprima facie, accepting 
WKHFRQWLQXHGUHOHYDQFHRI+DEHUPDV¶LGHDVDVDPHDQVRIERWKWKHRUHWLFDOO\
accounting for modern social phenomena and, at a more practical level, 
evaluating social policy and public service practices. Having said this it is 
acknowledged that numerous criticisms have been levelled against his work 
over the years, and so the justification for these critiques will be considered in 
the course of its discussion and they will be taken into account where they 
suggest inconsistencies in his position or appear better able to make sense of 
the data. Similarly the findings themselves may be used as a means of critique 
ZKHUHWKH\UHYHDOVKRUWIDOOVLQWKHH[SODQDWRU\SRWHQWLDORI+DEHUPDV¶
framework.   
This section will provide a brief explanation of the main concepts used in the 
analysis; namely; communicative and strategic action and rationality; 
consensus and collective identity; and the system and lifeworld dichotomy, 
WKDWDUHNH\WRXQGHUVWDQGLQJDQDVVRFLDWLRQ¶VGHPRFUDWLVLQJHIIHFWV,WZLOO
exemplify these by reference to the existing self-help group literature and the 
current health and social policy context.  
41 
 
2.3.1 System and lifeworld 
 
According to Habermas the closely related concepts of civil society and the 
SXEOLFVSKHUHFRQVWLWXWHDSDUWDOEHLWDQLQVWLWXWLRQDORQHRISHRSOH¶VSULYDWH
relationships, alongside family and friendships, that form what he referred to 
DVWKHµOLIHZRUOG¶7KLVLVFRQWUDVWHGZLWKWKHµV\VWHP¶WKDW
comprises the formal political and economic spheres of activity. The 
components of civil society and the public sphere, as well as the democratic 
processes that take place within them, cannot be ³PDQXIDFWXUHG´S
WKURXJKV\VWHPLQWHUYHQWLRQVEXWUDWKHUPXVWHPHUJH³PRUHRUOHVV
VSRQWDQHRXVO\´SWKURXJKLQGLYLGXDOV¶SULYDWHFRPPXQLFDWLRQV,WLV
through such unimpeded dialogue and the free flow of ideas within the 
lifeworld that individuals are able to develop the moral agency, autonomy and 
unique, individual voice that allows ideas and opinions formed therein to 
EHFRPHSROLWLFLVHGWKURXJKSHRSOH¶VFRPLQJWRJHWKHULQWRDQGLQWHUDFWLQJ
within, associations in civil society. It is essential therefore that system and 
lifeworld maintain some degree of separation (1989, 1996), as, without 
defending its independence, the lifeworld will inevitably, due to the far greater 
SRZHURIWKHV\VWHPEHHQFURDFKHGXSRQDQGµFRORQLVHG¶E\LW6XFK 
colonisation results in domination by the impersonal, technical, bureaucratic 
imperatives that guide the system, over the ethical, moral norms and emotional 
responses through which human relationships are formed. In the ensuing 
³FXOWXUDOLPSRYHULVKPHQW´Rf the lifeworld it becomes less capable of 
SHUIRUPLQJLWV³VRFLDOO\LQWHJUDWLYHIXQFWLRQV´RIFUHDWLQJDQGVKDULQJYDOXHV
(Kelleher 2001 p122). Thus as individuals become dissociated from their 
ethical moorings, their ability to make a unique contribution to public 
discourse will clearly be affected. This in turn will mean that competing 
conceptions of the good life, that is the ethical standards by which we should 
live, will give way to uncritical acceptance of the status quo, as defined by the 
state or market economy.  
Failure to defend the lifeworld against colonisation will also affect its cultural 
and ethical creativity through allowing private matters and relationships to 
succumb to the process of juridification. This occurs when demands for 
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protection or support from the system, for example through the law or welfare 
agencies, are satisfied in ways that encourage recipients to act as passive 
µFOLHQWV¶LQVWHDGRIHQJDJHGFLWL]HQVFRQWHQWDVORQJDVWKH\DUHEHLQJ
administered with their due material or clinical benefits, to allow the state to 
determine their needs and the solutions to them. In effect social issues come to 
EHMXGJHGDFFRUGLQJWR³K\SHU-UDWLRQDO>@´FULWHULDWKDWUHTXLUHWKHW\SHRI
³LPPHGLDWHUHWXUQV´6FDPEOHUSWKDWDUHZLWKLQ the power of the 
system to bestow, rather than citizens to negotiate.  
Thus, in order to claim to have a positive impact in the public sphere, self-help 
groups should be working to bolster relationships in the lifeworld among those 
people who may otherwise be more dependent on, or making demands of, the 
state for welfare or support. The majority of the literature suggests that this is 
indeed a common outcome of participation in these groups. Self-help groups 
DUHGHVFULEHGDVSHUVRQDODQGµLQWLPDWH¶SURYLGing friendship, and even family 
type relationships to their members (Radin 2006). It has even been suggested 
that they can act as a substitute for broken relationships caused by the 
fragmentation of society, a claim borne out by the fact that in the United States 
the divorced are their most frequent users (Lieberman &Snowden 1999). 
Members typically report effects such as increased empowerment and self-
responsibility coupled with reduced dependence on professional services 
(Steinke 2000, Katz 2003-4).  
However, it has at times been suggested that self-help groups can act in ways 
that increase the risk of juridification and the consequent loss of personal 
autonomy in the private realm. This is deemed to have come about through 
their role in the medicalization of phenomena such as addiction and the 
recasting of issues such as behavioural problems in children or normal 
emotional responses, such as grief or sadness, as medical or mental health 
conditions. In doing this, the power of interpreting and addressing onH¶VRZQ
situation is conceded to the biomedical establishment which is thus able to 
exert its technical interference and control with little resistance or challenge 
(Conrad 1975, 2007, Rosencrance 1985 Kristian Barker 2002, 2008). 
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7KHOLIHZRUOG¶VUHODWLRQVhip to the system is however more complex than may 
appear from the view presented above. In his later works Habermas came to 
believe in the fundamental necessity of the system and lifeworld, whilst 
upholding an element of separation and independence from each other, 
remaining at the same time linked and integrated. Without effective channels 
of communication between these two spheres the system would end up devoid 
of ethical values and thus dehumanised, as such values can only be propagated 
within the sphere of personal relationships, and not through the logic of 
bureaucratic or technical procedures. Melucci (1989) and Fraser (1989 cited in 
Garrett) have gone even further and suggested that the Habermasian idea of 
colonisation is itself flawed, as, by postulating colonisation as necessarily 
negative, Habermas fails to acknowledge the enabling aspects of technical 
expertise and procedures grounded in the system, as well as the possibility of 
harmful facets of the lifeworld.  
The ideal locus for associations such as self-help groups would therefore 
appear to be at the interface between the system and the private realm of social 
life, from where they could balance a defence of the latter with a willingness to 
commune constructively with the former. And evidence from recent years that 
self-help groups are working increasingly closely with health and social care 
agencies suggests that they may be in the right position to be able to fulfil this 
UROH:RUNLQJLQWKLVZD\KRZHYHULVQRWZLWKRXWULVNVQDPHO\WRJURXSV¶ 
independence and ability to maintain a unique voice - these are discussed more 
fully below. 
2.3.2 Communicative action 
 
For Habermas the public sphere comes to life through the process of 
communicative action (1984, 1987). This entails unconstrained, inclusive 
GLDORJXHWKDWLV³UDWLRQDO´IRUH[DPSOHSSLQVRIDUDVLWFDn be 
defended against valid forms of criticism. Furthermore it is not subjected to the 
abuse of power, but rather allows agreement to be attained solely through the 
force of the better argument. This focus on rationality has led +DEHUPDV¶
critics, many rooted in feminist traditions, to accuse him of forcing 
particularist or private interests out of the picture (Benhabib 1992, Graham 
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2008, Karppinen et al 2008). Feminists have DUJXHGWKDW+DEHUPDV¶HPSKDVLV
on universal, moral questions serves to invalidate and devalue personal, ethical 
LVVXHV%HQKDELE+RZHYHU+DEHUPDVSVWDWHVWKDW³YLVLRQV
RIWKHJRRGOLIH´DUHLQGHHGWKHW\SHVRILVVXHRYHUZKLFKVWUXJJOHV in the 
public sphere should take place. Coupled with his emphasis on inclusiveness 
and egalitarianism (1989) this suggests that the type of universalism that 
operates in the public sphere is based as much in notions of respect for 
individual dignity and worth as in narrow, procedural issues of justice 
(Benhabib 1992) and thus it does not amount to an automatic bar to 
³SDUWLFXODULW\´/DQGHVS+DEHUPDV¶UHFRJQLWLRQRIWKHLQGLYLGXDO¶V
standpoint and experience supports this reading of his work; 
The political public sphere can fulfil its function only insofar as it 
develops out of the communication taking place among those who are 
potentially affected««V\VWHPLFGHILFLHQFLHVDUHH[SHULHQFHGLQWKH
FRQWH[WRILQGLYLGXDOOLIHKLVWRULHV«DVVHVVHGLQWHUPVRIRQH¶VRZQ
life history. Problems voiced in the public sphere first become visible 
when they are mirrored in personal life experience (1996 p.369 original 
emphasis) 
Critics also assert that Habermasian rationality entails formal logic and tidy, 
disembodied, unemotional forms of speech that serve to reinforce power 
differentials (Hodge 2005, Karppinen et al 2008). However, Habermas 
VXSSRUWV&RKHQ¶VYLHZRIWKHLQIRUPDOSXEOLFVSKHUHDVD³ZLOG´DQG
³DQDUFKLF´FRPSOH[SDQGVWUHVVHVWKHUROHRI³HYHU\GD\´ODQJXDJH
(1996 p360) and vernaculars as a means of combatting social status and 
attaining equality± indeed in the nascent public sphere in Germany, 
associations were said to be; 
Preoccupied with the native tongue, now interpreted as the medium of 
communication and understanding between people in their common 
quality as human beings ± nothing more than human beings (1989 p34) 
The key to communicative action is thus neither narrowly conceived 
universalism nor linguistic formality - rather it refers to the fundamental 
necessity of open ended dialogue. This communicatively rational speech, 
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unlike that which furnishes the strategic or instrumental action of the system 
cannot be used as a means to justify and legitimise pre-existing decisions or 
ends. It must reach its conclusions and outcomes solely through the quality of 
competing claims and arguments and never through the abuse of power or the 
exclusion or denigration of any relevant and interested voices. Personal 
histories and experiences, and colloquialisms and vernaculars should therefore 
be seen as a valid, if not vital, part of the debate as without them those voices 
who only know these ways of speaking, would effectively be silenced and 
equality and inclusivity would be illusory. 
Speaking your own language 
For communicative rationality in the public sphere to thrive, maintaining 
independence from powerful structures such as the state is of crucial 
importance (McKee 2005). Without this separation associations will struggle 
to develop according to their own logic or to create their own definitions of 
need (Habermas 1989, 1996, Fraser cited in Houston 2002) but will tend to 
defer instead to the instrumental aims of the system and be robbed of their 
ability to offer genuine or radical alternatives. For self-help groups this would 
mean the loss of their role as sites in which health and social care problems are 
reconceptualised by the people with direct experience of their effects (Munn-
Giddings & McVicar 2006).  
Language, in particular the use of everyday, idiosyncratic speech, is often seen 
as a key means through which civic associations can resist threats to their 
independence and develop alternative ideas about the nature of and solutions to 
problems (Gardiner 2004, Garret 2009). And this emphasis on the colloquial 
KDVWHQGHGWREHSXWIRUZDUGDVDIRLOWR+DEHUPDV¶IRFXVRQUDWLRQDOLW\
However, as already discussed, Habermas (1996 p360) placed a high value on 
the XVHRI³QDWXUDOODQJXDJH«JHQHUDOFRPSUHKHQVLELOLW\>DQG@HYHU\GD\
FRPPXQLFDWLYHSUDFWLFH´DQGHYHQUHJDUGHGGUDPDWL]DWLRQWKURXJKSHUVRQDO
stories, as a valid form of civic discourse because of its ability to bring broader 
political issues to life and increase their relevance amongst the general 
population. A central function of the public sphere is to counteract the 
V\VWHP¶VKHJHPRQ\WKURXJKunconstrained communication, and clearly, if 
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groups, especially amongst the disempowered, are made to use concepts and 
language that are alien to them, then their ability to express their needs and 
opinions in meaningful ways will indeed be constrained.  
Self-KHOSJURXSVLQWKHLUJXLVHRI³QDUUDWLYH´FRPPXQLWLHV5DSSDSRUW 
are described as being grounded in theLURZQ³VSHFLDOYRFDEXODU\´DQG
philosophies (Williams 1989, Katz 2003-4 p29) that come into being through 
storytelling and the sharing of life histories. And as such they provide a 
possible site for resistance to the hegemonic, technocratic language rules of 
dominant structures and the potential to articulate social problems or raise 
political questions in ways that animate and humanise the discourse of civil 
society - a role that Habermas (1996) saw as the key to meaningful grassroots 
input into political processes. Similarly, through their emphasis on de-
stigmatisation and empowerment self-help groups are observed to have used 
these unique ways of talking about problems and needs to challenge negative 
labels imposed by dominant power structures within the system (Borkman & 
Munn-Giddings 2008) and to effect positive changes to the language rules in 
operation in the public sphere. For example Chamak (2008) describes how 
self-help groups in France have been instrumental in bringing acceptance of 
new models and definitions of autism that were proposed by the people with 
this condition themselves.  
However, it cannot be presumed that all self-help groups will speak in this way 
and that their effects in civil society will necessarily be the same. Many groups 
evolve over time from small, local gatherings into large national organisations 
and as such will be more likely to engage in direct conversation with 
government agencies. When this happens the voices of grassroots members 
can be drowned out by a professionalised leadership (Emerick 1991, Buchanan 
& Walmsley 2006, Chamak 2008) whose parameters of negotiation will be 
OLPLWHGWRWKRVHGHILQHGE\WKHVWDWH¶VDJHQGDDQGSUH-conceived outcomes. 
Ironically, these national organisations tend to have a greater likelihood of 
focusing on advocacy than smaller, local groups, and hence appear to be more 
engaged in political discourse and to possess that political dimension that is 
sometimes seen as lacking in small, local self-help groups (Brown et al 2004). 
And yet, in terms of the independence and communicative rationality of their 
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speech, they may be making a less legitimate contribution to the public sphere 
than those groups who retain their own parameters for discussing the issues 
that affect them and hence, which may provide a more accurate reflection of 
the real needs of their constituents. 
There is broad agreement in the literature that self-help groups are working 
increasingly closely with public health providers. The majority of 
commentators encourage these practices, believing that they will lead to 
greater security, legitimacy and reach for self-help groups. However, little 
consideration has been given to how such relationships might affect self-help 
groups at the civic level (Stewart 1990, Wilson 1994, Adamsen & Rasmussen 
2001). For some writers these closer relationships raise fears of co-optation 
and consequently a diminution of self-KHOSJURXSV¶DELOLW\WRSUHVHQWDUDGLFDO
challenge to the mainstream medical or political establishment (Emerick 1991, 
Baldacchino & Hussein-Rassool 2006). For example, the provision of publicly 
funded training and support for self-help groups is increasingly seen as 
desirable (Dunne & Fitzpatrick 1999, Elsdon et al 2000, Kelleher 2001), with 
policies such as the Self Care agenda and Expert Patients Programme relying 
RQWKHWUDLQLQJRISHHUVDVµH[SHUWV¶%XWWKLVEULQJVZLWKLWWKHSRVVLELOLW\RI
professionalisation and the adoption of frames of reference epistemologically 
and conceptually grounded in technical expertise. It thus appears very different 
to self-KHOSJURXSV¶LGHDRIWKHSHHUUROHZKLFKLVWRRIIHUDQDOWHUQDWLYHWRWKH
support and knowledge of experts (Munn-Giddings & McVicar 2006), being 
grounded in actual experience rather than learned expertise and conveyed 
through everyday speech rather than technical jargon. And whilst there may be 
DGYDQWDJHVWKDWFRPHIURPEURDGHQLQJSURIHVVLRQDOV¶XQGHUVWDQGLQJRIVHOI-
help philosophy and practice through working more closely with these groups, 
it may also serve to encourage the appropriation of self-help language and 
values by mainstream structures, diminishing their impact as a genuine 
alternative.  
Similarly the burgeoning of user involvement policies in the UK and the use of 
self-help groups and patients groups to act as consultation partners (DH 2006b, 
Godin et al 2007) can pose a threat to the vitality and spontaneity of self-help 
JURXSV¶GLDORJXH&RQVXOWDWLRQSURFHVVHVWHQGWRZRUNDFFRUGLQJWRWKH
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parameters and language rules of the dominant party, and self-help groups 
have been observed to have had to reconceptualise the life stories that are their 
usual currency, into pre-defined issues (Munn-Giddings 2003) that fit the 
prevailing policy agenda. The typical ways in which self-help groups discuss 
problems tend to be beyond the remit of consultations and hence excluded 
from the agenda for debate (Godin et al 2007). At the same time though, 
incorporation of the idioms of self-help can be used to give an appearance of 
legitimacy and grassroots support to government policies. 
Self-help groups have increasingly expressed a desire to spread the perceived 
benefits of what they do through the receipt of more regular referrals from 
mainstream health professionals, effectively moving closer to a service 
provision type role (Wilson 1994).  This development has been widely 
encouraged by commentators (Jacobs & Goodman 1989, Katz 2003-4). Again, 
though, little attention has been paid to the impact this might have on self-help 
JURXSV¶FLYLFVWDWXV,WKDVEHHQREVHUYHGWKDWRYHUUHFHQW\HDUs, as service 
delivery has become their main function, many voluntary sector organisations 
have become far more subjugated to the control and bound more closely to the 
strategic targets of the state, thus losing their independent voice in civil society 
(Fyfe & Milligan 2003, Daly & Howell 2006). Similarly Dunne and 
)LW]SDWULFN¶VVWXG\RIVHOI-help groups revealed how it is those groups 
who conform to accepted bio-medical definitions of mental illness that tend to 
receive referrals from mainstream mental health agencies. Self-help groups 
may thus find themselves under pressure to conform to dominant labels and 
treatment models in order to gain the legitimacy that would result in their 
desired closer links with health services. 
 
2.3.3 The subject matter of a rational conversation 
 
-XVWDV+DEHUPDV¶HPSKDVLVRQUDWLRQDOLW\KDVEHHQWKHVXEMHFWRIGLVSXWHVR
there has been extensive disagreement about what constitutes a valid topic for 
conversation in the public sphere.  According to Habermas, public sphere 
dialogue should entail discussion about competing interpretations of the good 
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life as well as universal moral issues such as freedom and justice, as opposed 
to the mere claims of niche interest groups engaged in making demands for 
themselves (Benhabib 1992, McKee 2005). His emphasis on universal issues 
of the common good has led critics to infer that Habermas would proscribe 
discussion of intimate or personal matters (Benhabib 1992). However, 
Habermas acknowledges that modern politics is more interested in forms of 
OLIHDQGLGHQWLW\WKDQLQWKHUHGLVWULEXWLYHTXHVWLRQVRIWKHSDVWDQGWKDW³WKH
HFKRRISULYDWHH[SHULHQFHV´RI³GLYHUVHYRLFHV´SDUHFHQWUDOWRWKH
development of ethical values. This means that questions that refer to identity 
and ways of living (Edwards 2004), which frequently hinge on intimate 
matters but may exist within the context of broader moral principles, such as 
justice, fairness and equality, would indeed be apposite subjects for civic 
debate. 
7KHIRFXVRQµKRZZHOLYH¶as opposed  to what can be claimed seems to be 
reflected in the purpose of self-help groups, the majority of which are not 
believed to see their role as making claims but rather as providing support and 
NQRZOHGJHWKDWZLOODIIHFWPHPEHUV¶LGHQWLW\DQGZD\V of living (Ablon 1981, 
Wilson 1994). Again though, it should be noted that this will not be the case 
for all groups. Lieberman and Snowden (1999) describe how some groups 
evolve from small supportive or educational groups into groups whose primary 
purpose is advocacy, which may frequently involve making claims for 
increased welfare resources for group members. Similarly, national umbrella 
organisations are likely to have a greater role in this type of advocacy. 
However, making claims in this way will not automatically mean that groups 
are not engaging in valid civic discourse. The extent to which they do will 
depend on how far their claims have been arrived at through a process of 
communicative action.  
Self-help groups have sometimes been seen as entirely inward-looking, 
focusing on their own narrow concerns rather than the needs of the broader 
community (Baumann 1999, Borkman 1999). And if this is the case then their 
dialogue may have very little to contribute to public discourse. Certainly the 
fact that the largest category of self-help groups addresses single, specific 
health conditions (Elsdon et al FRXSOHGZLWKVPDOOHUJURXSV¶WHQGHQF\WR
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focus inward on providing support to their members (Wilson 1994) appears to 
buttress this view, and it has been noted that even when they become involved 
in political campaigns, group members can be reluctant to address broad 
issues, preferring to concentrate on individual stories (Radin 2006). However, 
individual stories can provide illustrations of the application of universal 
principles. Indeed this mediation between the personal and the political is an 
important role that associations should be playing within civil society in order 
to give more resonance to political issues and in order to give grassroots 
opinion an authentic means of expression which conveys ideas in ways that 
KDYHGLUHFWUHFRJQLVDEOHUHOHYDQFHWRSHRSOH¶VOLYHV+DEHUPDV 
Similarly some of the biggest current questions in ethics and philosophy 
regarding human agency and the value of human life have manifested as 
medical issues in the form of genetic screening, abortion time limits and 
assisted dying. It is therefore important that these matters are the subject of 
unrestricted dialogue in the public sphere in order that the right questions can 
be raised at the political level. Self-help groups, through their focus on 
experience rather than technical expertise, can provide a unique form of 
knowledge that may be lacking in the discussions of politicians, scientists and 
jurists and hence can contribute to the articulation of more comprehensive 
TXHVWLRQV,QGHHGIROORZLQJ0HOXFFL¶VGLVFXVVLRQRIWKHLPSDFWRI
social movements, it may be that these types of question exemplify the limits 
of formal politics and can only be adequately articulated and resolved within 
the sphere of everyday life, in which self-help groups clearly operate. 
However, there is currently little empirical evidence about what, if any, role 
self-help groups have played in these debates.  
According to Habermas, discussion within the public sphere should serve to 
increase the complexity of the debate (McKee 2005). This is especially 
LPSRUWDQWLQDQDJHLQZKLFKWKHPDVVPHGLDDUHVHHQDVKDYLQJµGXPEHG
GRZQ¶SROLWLFDOGLVFRXUVH*RRGH7KLVLVDQDUHDWKRXJKLQZKich the 
effects of self-help groups appear to be somewhat equivocal. On the positive 
side, an important function of groups is to educate their members. They are 
RIWHQXVHGDVDIRUXPWRDXJPHQWPHPEHUV¶XQGHUVWDQGLQJRIFRPSOH[
technological developments (Radin 2006) and bureaucratic, welfare and 
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judicial systems. Furthermore many groups aim to educate the broader society 
(Katz 2003-4, Goldstrom et al 2006) about issues associated with their 
condition, or about broader matters connected with disability, addiction or 
mental health. Clearly if this occurs it will have a positive effect on the quality 
of public discourse, especially if groups are able to disseminate the information 
in comprehensible, everyday language. 
The level of debate will also be raised by breaking down stigmatising and 
stereotypical images that allow complex arguments to be reduced to simplistic 
prejudice. Thus, as a central aim of many self-help groups is to deconstruct 
commonly held negative images (Ablon 1981, Baldacchino & Hussein Rassool 
2006) these groups could again be said to increase the complexity of prevailing 
discourse. On the other hand, however, the very desire to decrease 
stigmatisation can lead some groups to simplify political debate, for example, 
by stressing the biological causes of mental illness (Bond 1992, Dickerson 
1998) and thereby negating the contribution of complex socio-political factors. 
For Habermas (1989) the public sphere should provide a space where the 
interests of powerful authorities are problematized and through which their 
³PRQRSROLVDWLRQRINQRZOHGJH´SLVEURNHQ7KURXJKWKHLUH[SHULHQWLDO
epistemology and the development of a unique collective narrative (Rappaport 
1994) self-help groups can provide a means for undermining the monopolistic 
interpreWDWLRQVRIWKHPHGLFDOHVWDEOLVKPHQWDQGFKDOOHQJLQJWKH³GRPLQDQW
FXOWXUDOFRGHV´0HOXFFLSWKDWEXWWUHVVH[LVWLQJVRFLDOUHODWLRQVKLSV
However, the contrary has also been observed, in that some self-help groups 
use their shared knowledge to reproduce rather than problematise mainstream 
bio-medical interpretations, some having gone even further through playing a 
key role in advancing processes of medicalisation (Rosencrance 1985, Conrad 
and Schneider 1992, Conrad 2007). Kristian Barker (2002, 2008), in her work 
ZLWKILEURP\DOJLDJURXSVKDVGLVFXVVHGWKHGHSROLWLFLVLQJHIIHFWVRIJURXSV¶
desire to assume medical labels which ultimately locates problems within the 
individual rather than the dominant power structures or broader society, and 
effectively removes issues from the sphere of public debate into the sole 
concern of technical experts. Similarly, Elsdon et al (2000) discuss how the 
acceptance of a medical model for behaviours such as addiction can diminish 
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the possibility of broader discussion over the moral and ethical issues 
underlying those behaviours. 
2.3.4 Routes to equality 
 
Equality and an egalitarian structure are seen as crucial prerequisites for the 
FUHDWLRQRI³LGHDOVSHHFKVLWXDWLRQV´ZLWKLQWKHSXEOLFVSKHUH+DEHUPDV
p316) and so civic associations would be expected to operate according to 
inclusive, democratic and non-hierarchical principles. Any coercion or 
exploitation of power disparities would effectively amount to the displacement 
of communicative rationality by the strategic aims of the more powerful party. 
Of course such a situation is, as the name suggests, an idealisation that can 
never be fully realised in practice. However the value of such a concept is in 
providing both something to strive for, and a yardstick against which to judge 
real life phenomena. 
It has been suggested that such democratic principles are also fundamental to 
self-help groups (Borkman 2000). Rootes and Aanes (1992 p380) describe 
self-KHOSJURXSVDVD³SXUHIRUPRIGHPRFUDF\´LQZKLFKGRPLQDWLRQFDQQHYHU
occur. If this is so, then self-help groups would provide the ideal medium for 
communication within the public sphere. However, again this presents an 
idealised view. In reality these groups are seen to possess a whole spectrum of 
arrangements, from collegiate and democratic to individually led and 
authoritarian (Borkman 1999). Indeed the lack of formal structure that is 
typical of small groups can itself make them more vulnerable to abuse of 
power (Habermas 1996, Stolze 2000). Furthermore, evidence suggests that 
group leaders tend to have a disproportionate share of power and 
organisational responsibility (Chaudhary et al 2010). This means that the 
political learning that is claimed to take place in self-help groups (Elsdon et al 
2000) may not be benefitting the broader membership. And it is this political 
learning, of skills such as negotiation, organisation and navigating welfare or 
judicial systems, which is deemed vital to the civic impact that small groups 
can have within the current socio-political context (Marcello & Perrucci 2000).  
The implementation of policies such as the Expert Patient Programme also 
have the potential to create hierarchy in self-help groups through the 
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introduction of the trained, expert peer, a status that could clearly come to be 
seen as holding pre-eminence within the group. 
Having said this, when talking about self-help groups it is important to 
remember that concepts derived from standard organisational theories will 
have limited applicability (Medvene 1985). This is due to self-KHOSJURXSV¶
tendency towards informality, transience and lack of bureaucracy. Moreover 
these groups frequently comprise people with serious, life-changing health 
conditions or with disabilities that confer feelings of stigma and isolation. Thus 
equality in self-help groups may not arise at the organisational level and may 
be judged in ways that are different to those within other types of organisation. 
The disempowerment caused by ill-health, trauma or social stigma may 
actually require a dominant or charismatic leader who undertakes most of the 
responsibility for directing and running the group as well as for ensuring the 
inclusion of all members within its communications. 
 ,WLVLQWKLVUHVSHFWWKDW+DEHPDV¶FRQFHSWRI³FROOHFWLYHLGHQWLW\´S
305) provides a very useful tool with which to assess not only the extent but 
the nature of equality within self-help groups. It is through such a common, 
authentic identity, derived through the experiences shared amongst peers, that 
members are empowered to rebuild a more positive self-image that endows 
them with the self-worth to speak and be heard as equals (Ablon 1981, 
Rappaport 1994). Studying self-help groups from this perspective may thus 
highlight an important difference between formal, organisational types of 
equality on one hand and communicative types on the other.  
Melucci, who has further developed the idea of collective identity, 
conceptualises it not as a thing to be attained, but as an on-going process of 
negotiation. It thus appears closely related to HDEHUPDV¶YLHZRIFLYLOVRFLHW\
as a discursive, consensus- seeking endeavour. In both cases individual 
standpoints and goals are considered, traded and compromised over by all 
SDUWLHVWRWKH³EDUJDLQLQJSURFHVV´+DEHUPDVSXQWLODQRSWLPDO
amalgamation of views is formed; true consensus over and identification with 
this outcome only being possible if all individual contributions are given fair 
and equitable deliberation and all potential participants an equal chance to be 
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heard. This process will be on-going as the outcome will necessarily affect and 
change each indLYLGXDO¶VUHODWLRQWRWKHZKROH6XFKRSHQ-ended, self-
perpetuating activity is clearly therefore in conformity with the broader 
principles of communicative rationality, and there is no inherent reason, 
especially within a small group where the practicalities allow for all members 
to speak, why strong, organisationally hierarchical leadership cannot support 
and cultivate this process. Indeed, as stated above it may be that a form of 
dominant or patriarchal leader is needed in order to ensure the inclusion of all 
voices.  
Differentiating between these types of equality by focusing on how far 
collective identity is maintained can help to account for the extent to which 
JURXSVDUHSHUFHLYHGWRUHSUHVHQWWKHLUPHPEHUV¶YRLFHV7KLVIDFWRUPD\
increase understanding of why some groups that grow into large, national 
organisations come to be seen as undemocratic and unrepresentative, excluding 
the views of grassroots members, whilst others do not.  Interestingly it is often 
the more politically radical groups that claim to be grounded in egalitarian, 
emancipatory principles, which are more likely to evolve into national 
organisations (Emerick 1991). But it may be the case that only some of these 
groups are providing the conditions to nurture a genuinely empowering and 
democratising collective identity. And again there may be lessons to be learned 
from small local groups, which are sometimes seen as lacking the political 
credentials to contribute towards the public sphere, but which in fact might 
possess high levels of the communicative type of equality that fosters group 
affinity and democratically generated opinions. 
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3 Methodology 
 
3.1 Aims and research questions 
 
The study was designed to address the broad aims already referred to in the 
introduction. These are; to contribute to a better understanding of UK self-help 
groups by providing evidence about the aims, activities, structure and ethos of 
a broad range of groups; to use this as a foundation on which to develop a civic 
theory of self-help groups by conceptualising them in terms of their 
democratising role in the public sphere.  
The following research questions were asked in order to address these 
overarching aims; 
x :KDWDUHWKHJURXSV¶JRDOV":K\GRSHRSOHGHFLGHWRMRLQVWDUWXSDQG
continue to participate in self-help groups? 
x Through what types of group activity do the groups attempt to fulfil 
their goals? What input do mainstream health and social care services 
play in this?  
x What types of activity do groups take part in outside the group? 
x What do groups talk about and how far are they concerned with topics 
of a wider political significance than that arising from their own health 
condition or social situation? 
x What ethical values underpin the groups, and through what processes 
do they arise? What effects GRDJURXS¶VUHODWLRQVKLSVZLWKSXEOLF
services have on its ethos? 
x How are self-help groups structured, and what are the effects of their 
structural arrangements on their ethos, aims, activities and 
communicative processes? 
x What effects do groups have on social relationships beyond the group 
and within the broader community? 
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x To what extent are the Habermasian concepts that underpin his model 
of the public sphere, in particular, communicative action, rationality, 
and lifeworld autonomy, able to account for self-KHOSJURXSV¶FLYLF
role? Does the analysis of self-help groups in these terms allow us to 
more accurately locate them within broader health citizenship theory? 
 
3.2 Theoretical context  
 
Introduction 
The theoretical perspective and context of the research will be addressed more 
fully throughout the substantive body of the thesis rather than in terms of its 
methodological strategy. Having said this, the Habermasian framework that 
guides the study does itself imply a particular methodological approach. Whilst 
Habermas acknowledged the effects of structure, that is state and economy, on 
the process of social evolution he insisted that this could not account 
adequately for social integration and communications (Scambler 2001). Instead 
his central premises, that rest on the endeavour to attain consensus and the 
development of the self through purposive social interaction with others in the 
lifeworld imply intentionality and thus demand a central role for human 
agency.  
The methodological strategy was therefore premised on an inter-related 
duality, rather than a discrete dualism, between structures and individual 
agency (Benton & Craib 2001) as giving rise to social phenomena and bringing 
about social action and change. The methodological tools were chosen and 
used in order to elicit the views and roles of individual self-help group 
members, particularly group founders and leaders, as well as the broader 
societal factors that affect the creation and nature of self-help groups. Such an 
approach appears apposite to the idea of self-KHOSJURXSVDV³QDUUDWLYH´
communities (Rappaport 1994) whose focus is on talk, dialogue and story-
telling as a means of achieving their aims, but that at the same time are 
believed to be increasingly closely linked to the system. Self-help groups are 
frequently said to develop their own unique forms of language (Katz 2003-4) 
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DQGWRXVHWKHVHWRUHGHILQHDQGUHFRQVWUXFWWKHLUPHPEHUV¶LGHQWLWLHVDQGWKHLU
conceptualisation of health and social problems. The research therefore 
explores the ways that ideas such as health, illness and disability are defined 
and talked about in self-help groups. It assesses the ways in which the 
discourses, definitions and labels that are used by the political and medical 
establishments are reproduced or transformed through the dialogue and 
interactions amongst group members, and it looks at the effects of this speech 
on the wider community.  
Ontological and epistemological considerations 
In addressing the ways in which self-help groups, their individual members 
and broader structures such as government agencies affect and are affected by 
each other, the initial ontological premise is that these entities exist as different 
but mutually affecting constituent parts or layers of the social world; and that 
each layer has the capacity to contribute to the creation of social action and 
social change. The interactions between these social entities have an impact on 
society through the creation of phenomena, such as self-help groups, and the 
production of social action, such as the ways in which self-help group 
members respond to their illnesses and life situations.  
Although the Habermasian context of the thesis is essentially discursive it does 
not adopt the approach of much discourse theory that supposes a dualism of 
individual agency and the construction of meaning (Mason 2002).Instead it 
follows the work of Bhaskar (1979) and Giddens (1984) in which individuals 
are regarded as both subjects and objects of the environment and its underlying 
VWUXFWXUHV,QGLYLGXDOV¶DFWLRQVDUHJURXQGHGLQDXWRQRPRXVDJHQF\EXWVXEMHFW
to structural mechanisms which affect the nature of their choices and actions 
and the ability of their choices to be put into practice. Whilst it is accepted that 
discourse has an effect on identity, and in this way can be said to partially 
µFRQVWUXFW¶WKHLQGLYLGXDODFWRUWKLVLJQRUHVWKHUROHRIDJHQF\LQLQWHUSUHWLQJ
the discourse in order to either reproduce or transform it. It is likewise 
acknowledged  that individuals and their identities can only develop and be 
meaningfully articulated according to available discourses, concepts and 
definitions; however, it is the autonomous agent who responds to these 
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definitions, for example by taking the intentional step of joining a self-help 
group, and through their actions transforms the labels they use to identify or 
µFRQVWUXFW¶WKHPVHOYHV6XFKSURFHVVHVWKURXJKWKHLUSHUPHDWLRQRIWKHZLGHU
society may thus also contribute to the transformation of the dominant 
discourse embedded in structures.  
The concept of individual agents as entities of social reality carries with it the 
further presumption that their actions are meaningful in that they are directed 
towards, either practical or value based, ends and that actions are directed 
towards achieving these ends through the meanings that individuals attach to 
VRFLDOSKHQRPHQD6RFLDOUHDOLW\LVWKHUHIRUHDOVRFRQVWLWXWHGE\SHRSOH¶V
meanings, interpretations, values and desired ends. Although these meanings 
are generated through the entity of individual agents, these agents do not act or 
construct their interpretations in isolation and consequently the interactions 
between them are themselves seen as properties of social reality and thus as 
sites that give rise to social action and the creation of cultural values. In this we 
are again brought back to Habermas in whose theories individuals assume their 
importance only in the context of the essential inter-subjectivity of social life 
(Scambler 2001).  
Theoretical approach. 
In focusing mainly on the perceptions, meanings and views of groups and 
group members the research takes a broadly interpretive approach. It does not, 
however, intend to pursue a specific or unitary theoretical perspective. As the 
ontological presumptions on which the study is grounded are so broad, 
incorporating social interactions, interpretations, individual agents, discursive 
constructions and underlying structures within the definition of social reality, 
the methodology implicitly borrows from a number of approaches. For 
example, questions about how individuals develop or construct their systems 
of meaning (Benton & Craib 2001) may benefit from adopting a 
phenomenological perspective. Such an approach could also usefully be 
employed as a means of explaining how the objects of the study, namely self-
help groups, appear to those who are actually practicing within and 
experiencing them. The phenomenological claim that knowledge and emotion 
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cannot be separated off from each other (Benton & Craib 2001) also reflects 
the ethos in which many self-help groups are believed to be grounded whereby 
understanding of a social phenomenon such as an illness or disability can only 
be gained through accepting the validity of both its technical and emotional 
facets. Such a perspective would clearly have value with theorists such as 
White and Kelleher, who used a Habermasian approach to new social 
PRYHPHQWVLQRUGHUWRH[SODLQWKHVHDVVRFLDWLRQV¶UHFODPDWLRQRIWKHULJKWWR
bring feelings back into the construction of health and illness (Kelleher 2001).  
At the level of the group however it may be that interactionist theories provide 
a more useful framework, allowing us to consider the ways that group 
members might perceive themselves, behave and speak differently when acting 
as a part of a collective rather than as an individual.   And at a still broader 
level, the desire to promote rational communication across the very different 
cultures of self-help groups and the medical establishment, or, in Habermasian 
terms, between system and lifeworld, suggests a hermeneutic approach as a 
means of illuminating the ways that these traditions are able to make progress 
towards mutual understanding (Hollis 1994).  
As Benton and Craib (2001) state, essentially these traditions are all based on a 
very similar premise that involves understanding the meanings that people give 
to the social world. It is therefore unnecessary to choose between them but 
instead to explore their relationships to each other (Benton & Craib 2001, 
Silverman 2000). As narrative and conversation is central to how self-help 
groups work, the methodology will also be influenced by certain aspects of 
discourse analysis. Although some theorists warn against mixing discourse 
analysis with interpretive approaches due to their incompatible ontological 
foundations, referred to above (Silverman 2000, Mason 2002) this seems to be 
a problem only with regard to the stronger and more politicised versions such 
as critical discourse analysis (Johnstone 2002). At its broadest conception 
discourse analysis is simply the analytical study of speech and dialogue (ibid) 
and consequently there is no reason not to make use of some of its techniques 
and insights when studying certain aspects of self-help groups; for example 
their role in shaping personal and social identity, in defining life processes 
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such as illness, ageing or disability and their impact on public discourse 
WKURXJKSURFHVVHVVXFKDVµPHGLFDOL]DWLRQ¶&RQUDG 
Although the research is guided and framed by Habermasian concepts it is not 
bound by these and thus remains essentially inductive. It has therefore allowed 
the theory relating to the substantive body of the study and that in which the 
methodology is loosely grounded to develop alongside the processes of data 
generation and analysis throughout the course of the thesis.  
 
3.3 Methods 
 
The nature of the research questions coupled with the ontological presumptions 
in which the study is grounded lend themselves to a qualitative approach to 
data gathering. The methods were selected as a means of fulfilling both aspects 
RIWKHVWXG\¶VDLPV± that is to build a comprehensive picture of a broad range 
of self-help groups at the same time as providing enough depth to subject them 
to a meaningful theoretical analysis.  Such an approach cannot of course claim 
the levels of generalizability or external reliability and validity that would be 
expected within a positivist, quantitative paradigm. It can however be used in a 
way that gives it trustworthiness (Lincoln and Guba 1985) and authenticity 
(Silverman 2000) in presenting an honest and accurate representation of the 
views of the respondents. 
In developing the research strategy I consulted with staff at Self Help 
Nottingham, as well as a broad range of group leaders and members. This was 
invaluable in helping me to decide upon my choice of methodological tools 
and in drawing up my interview schedules.  
Interviews 
7KHUHVHDUFKLVSUHPLVHGRQWKHEHOLHIWKDWLQGLYLGXDOV¶SHUFHSWLRQV
experiences and interpretations are constituents of social reality and are a 
central property of the phenomenon being studied. Self-help groups are 
frequently very small and informal, and so the views and perceptions of their 
members are likely to have a marked effect on the way a group develops and 
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the impact it has on its members. The research is concerned with the ways that 
the language, narratives and philosophy of the groups develop and how far this 
is down to the action of individuals and their interpretations of labels and 
definitions that occur in the wider society and within structures such as the 
biomedical establishment. It also focuses on the development of the internal 
structure of the group, which, in small groups, may be strongly affected by 
indivLGXDOV¶SHUVRQDOLWLHVEDFNJURXQGVDQGH[SHULHQFHV7KHUHVHDUFKLVDOVR
concerned with the ways in which groups interact with health and social care 
professionals. It therefore aimed to H[SORUHPHPEHUV¶RSLQLRQVRIWKHLUDQG
WKHLUJURXS¶VUHODWLRQVKLSVZLth professionals and with their interpretations of 
how these relationships have affected both the group and themselves as a 
group member.  
The interviews were loosely structured to take account of the different 
experiences and backgrounds of the self-help group members and the different 
stages of development of and nature of the self-help groups themselves. This 
flexibility allowed respondents to discuss topics in their own ways and to focus 
on issues which they perceived to be of the most relevance to them, whilst at 
the same time ensuring that the interviews did not stray too far from the 
research questions.  
Interviews are believed to be a valid way of uncovering the meanings that 
respondents attach to their and other peoples actions and to the meanings they 
attach to social reality (Mason 2002). The type of actions, interactions and 
circumstances, in particular those related to the shared health condition or 
social situation, that give rise to self-help groups and that affect their 
characteristics are likely to be highly complex. The meanings that are attached 
to these actions and interactions are embedded in and expressed through 
language (ibid) and hence a method that allows for respondents to articulate 
these meanings and perceptions through their own choice of words is likely to 
give a deeper understanding than a quantitative or overly structured or 
standardised approach.  
However, as with any method of data generation, there are drawbacks and 
limitations with interviews and it is acknowledged that the data they produce 
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can provide only a partial picture of the phenomenon under study (Silverman 
2000). Interview respondents will clearly act in their own interests in 
presenting a particular version of their experiences and will themselves have a 
limited vista and understanding of the issues about which they are talking 
(Miller & Glassner 2004). Consequently, the interview should itself be treated 
DVDQREVHUYDWLRQDOVLWHWKDWLVµUHDG¶ZLWKLQWKHFRQWH[WRIEURDGHUHYLGHQFH
LELGDQGLWLVLPSRUWDQWWKDWWKHUHVSRQGHQWV¶VWRULHVDUHQRWVLPSO\µERXJKW¶
unquestioningly (Silverman 2007). Similarly, people tend to have multiple 
identities that are served by different priorities at different times, and an 
interview is unlikely to be able to capture all of these (Silverman 2007). This 
may be especially relevant to the current study as individuals may behave and 
see tKHPVHOYHVGLIIHUHQWO\ZKHQEHLQJDGGUHVVHGDVDµJURXSPHPEHU¶RU
µJURXSOHDGHU¶UDWKHUWKDQDVDQLQGLYLGXDOZKHQWKH\DUHDZD\IURPWKHJURXS 
People also differ greatly in their ability to verbalise their feelings or to 
accurately remember past events and experiences (Mason 2002). And, as the 
current study is concerned, in part, with events and processes that occurred in 
WKHSDVWVXFKDVPHPEHUV¶GHFLVLRQVWRLQVWLJDWHRUMRLQWKHJURXSWKLVLVOLNHO\
to affect the data that is produced. Such issues may be exacerbated by changes 
LQUHVSRQGHQWV¶VWDWHRIKHDOWKWKDWPDNHLWGLIILFXOWWRUHFDOOSDVWIHHOLQJVRU
events. However, even though memories may in fact be inaccurate with 
regards to the actual events that occurred, the way that people choose to 
recollect a story is itself a valid artefact of evidence that illuminates the 
processes through which they create and give meaning to their present social 
world. 
Observations and group interviews  
The research aims to explore how far the goals, philosophy and language of 
self-help develop through interactions between individual group members. 
Therefore in addition to interviews I had initially planned to undertake 
observations of self-help group meetings.  
Observations are regarded as more naturalistic than interviews (Mason 2002, 
Silverman 2007) and hence provide a better opportunity to hear the language 
and idioms of the group. They appeared to be particularly suited to the study of 
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self-KHOSJURXSVGXHWRWKHZLGHVSUHDGEHOLHILQWKHVHJURXSV¶WHQGHQF\WR
develop unique vernaculars which may be more likely to be used in the real 
life setting of a meeting rather than in a formal individual interview. 
2EVHUYDWLRQVFDQDOVRSURYLGHWKHRSSRUWXQLW\WRVHHKRZJURXSV¶VWUXFWXUHV
affect their dynamics and communicative processes, for example their levels of 
inclusivity and the extent of domination by individual members or leaders. Of 
course my own presence as an outsider would be likely to have some effect on 
these internal processes and so the data would not be a perfect representation 
RIWKHJURXSV¶XVXDOEHKDYLRXUKRZHYHUWKH\ZHUHVWLOOVHHQDVDZD\RI
gaining valuable additional insight. The use of observations also allows for the 
sequential analysis of conversation, which, as Silverman (2007) shows, can 
give a very different interpretation to the meaning of what is said compared to 
WKHDQDO\VLVRIDQLVRODWHGµVQLSSHW¶WDNHQIURPDQLQGLYLGXDOUHVSRQGHQW
Again this is particularly apt in the current study which aims to explore how 
IDUJURXSV¶YDOXHVGHYHORSWhrough the interaction of the members.  
Following consultations with group members and Caroline Bell at Self Help 
Nottingham it was felt that the majority of groups would expect me to 
participate in their meetings rather than to merely passively observe and that as 
such I would gain a more natural view of the groups. It was therefore left to 
each group to decide on the manner of my participation. In all cases the 
members were keen to take a direct part in the research and so my observations 
of group processes, communications and dynamics took place mainly through 
the medium of group interviews. This consequently provided me with the 
benefits I had hoped to gain from observing the meetings, as well as additional 
interview data that gave a different perspective to that of the group leader.  
Follow up interviews 
During the first round of individual and group interviews it became clear that 
some groups were at particularly interesting points in their evolution or were in 
the process of changes, the direction of which was not clear, even to group 
leaders. They were therefore asked, or in three cases themselves offered, to 
participate in further interviews at a later date. 
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3.4 Sampling strategy 
 
In line with much qualitative research, the aim of the thesis is not to produce 
data that are generalizable but that give a deeper more nuanced understanding 
of a complex social phenomenon (Mason 2002). Consequently the sampling 
strategy was purposive or theoretical (Mason 2002, Silverman 2000) rather 
than representative. The sample was selected for its relevance to the research 
questions, the theoretical position and the analytical framework that the 
research is attempting to develop. It should be noted that the sampling strategy 
employed in self-help group research, including the current study, means that it 
is limited to making claims, in particular with respect to the benefits to 
individual members, which apply solely to those who elect to participate. The 
JURXSV¶LQIRUPDOQDWXUHPHDQVWKDWLWLVQRWXVXDOO\SRVVLEOHWRDFcess those 
who choose not to take part or not to remain members (Dadich 2003-4).  
7KHµZLGHUXQLYHUVH¶0DVRQIURPZKLFKWKHVDPSOHZDVVHOHFWHGLVWKH
population of self-help groups, therefore the individual participants were 
selected specifically in their capacity as members of self-help groups. The 
UHVHDUFKLVWKXVOHVVLQWHUHVWHGLQDFFHVVLQJDUDQJHRILQGLYLGXDOV¶
characteristics, such as their ethnicity, age or gender, but rather with a range of 
self-help groups. The aim was to access groups that addressed a wide variety 
of health conditions and social situations; that were at different stages of their 
evolution; that had a range of membership constituencies in terms of ethnicity, 
age and gender; and that were either independent,  affiliated to national 
organisations or had charitable status in their own right. The intended size of 
the sample was guided by the research aims, and thus new groups were 
contacted until it was felt that the range of categories outlined above had been 
represented and that the point of data saturation had been reached. 
The groups were included in the study if they fulfilled the definition of a self-
help group discussed above at Chapter 1. The fact that all the groups that were 
contacted were affiliated to Self Help Nottingham and thus saw themselves 
and were seen by Self Help Nottingham as self-help groups meant that they 
were prima facie accepted as falling within the inclusion criteria. In fact 
questions only arose with respect to one group that was led by a professional 
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and another that was run by volunteers. After discussion with Caroline Bell 
and informal conversations with the leaders of the groups at Self Help 
Nottingham both were included. This was because it was clear that the 
membership, coming in one case from an extremely marginalised section of an 
ethnic minority community, and in the other, suffering severe physical and 
mental debilitation, would not have been able to maintain the group without 
such leadership. Furthermore the intention of the leader of the ethnic minority 
group was to eventually pass control to the members and thus they were 
encouraged to take a lead in decisions about its direction, purpose and 
activiWLHV7KHUHZHUHQRILUPUHTXLUHPHQWVZLWKUHVSHFWWRDJURXS¶VDJH
beyond their having reached the stage of holding meetings, even if these were 
still preliminary meetings amongst founding members with the purpose of 
getting the group established. Similarly in terms of size, as long as groups had 
enough members to hold regular meetings they were accepted for inclusion. 
 
3.5 Ethical considerations 
 
The participants were recruited in their capacity as members of community 
based voluntary associations rather than as NHS service users or patients. It 
was therefore not appropriate to use the NHS ethical approval system. Instead 
the ethical review was carried out and approval granted by the University of 
Nottingham Medical School Ethics Committee (see Appendix 1). The study 
adhered to the key ethical principles and requirements of the School 
Committee such as ensuring the informed consent and anonymity of 
respondents and the confidentiality of all data.  
Potential participants were initially advised about and invited to take part in the 
UHVHDUFKWKURXJK6HOI+HOS1RWWLQJKDP¶VQHZVOHWWHU$QXPEHURIJURXSV
were subsequently contacted by letter or telephone on my behalf by a worker at 
Self Help Nottingham, with whom they were already acquainted. Explanations 
about the nature and purpose of the work were given to those groups that were 
contacted directly. Where this was done orally over the telephone it was 
followed up with written information that was sent to potential respondents. 
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Members were not asked to make a decision about taking part until they had 
read this and had a chance to ask any questions arising from it.  
Immediately prior to interviews participants were reissued with information 
forms and given the chance to ask questions. They were reminded verbally of 
their right to ask or refrain from answering any questions during the interview 
or to withdraw from the study at any time. Respondents were also asked to 
confirm their consent to having their interview recorded. They were reminded 
of the strict confidentiality with which the data would be treated and of its 
being anonymised in all written outputs. They were then asked to read and sign 
consent forms. These included the details of my principal supervisor to whom 
participants were advised of their right to raise any query or complaint. With 
those respondents taking part by telephone, information and consent forms 
were sent out and returned to me prior to interview. The information from 
these was also read out immediately prior to the interview taking place. 
5HVSRQGHQWV¶SHUVRQDOGHWDLOVZHUHKHOGVHFXUHO\LQDORFNHGFDELQHWDQGWKH
data from interviews were kept on a password protected computer accessible 
only to the researcher and supervisors.  
Ethical issues 
The project involved only very low risk interventions with participants and so 
serious ethical problems were unlikely to arise; however there were a few 
potential issues that had to be borne in mind when conducting the fieldwork. 
Firstly the respondents were suffering from a range of physical and mental 
health conditions. Some of these, for example depression or epilepsy, can span 
DUDQJHIURPEHLQJYHU\PLOGWRYHU\VHULRXVDQGGHWDLOVRIDUHVSRQGHQW¶V
particular state of health were not known at the time of the interviews. It was 
therefore necessary to be aware of the appropriateness of questions and to be 
alert for any signs of stress, anxiety or physical discomfort. Similarly 
sensitivity was needed with members of groups that addressed traumatic social 
situations such as bereavement. With the assistance of Caroline Bell and a 
number of group key members whom I consulted prior to the fieldwork I was 
able to devise strategies for terminating interviews without causing offence or 
further distress should I suspect that continuing might have brought harm to 
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the respondent. These strategies did not need to be put into practice as no such 
situation arose.    
2EWDLQLQJWKHPHPEHUV¶DJUHHPHQWWRWDNHSDUWLQJURXSLQWHUYLHZVZDVDOVR
seen as a potential problem. Although nearly all the leaders presented the 
information to the group at a meeting prior to confirming their participation, 
this process appeared to take place informally and thus the acquiescence of all 
members could not be guaranteed as some may not have been present at the 
meeting at which the interview was discussed. And although members were 
asked for their consent at the meetings that I attended, it is acknowledged that 
it may be difficult for an individual to object to taking part under such 
circumstances, especially if the majority of the group appears keen to 
participate; again though, no such issues appeared to have arisen in practice. 
 
3.6 Data Collection 
 
 Access 
*URXSVZHUHFRQWDFWHGLQLWLDOO\WKURXJKDQDUWLFOHLQ6HOI+HOS1RWWLQJKDP¶V
newsletter that goes out quarterly to all its member groups. Two hundred and 
sixty groups were approached in this way. They were provided with a slip and 
pre-paid envelope as well as telephone and email details and asked to contact 
either me or Caroline Bell at Self Help Nottingham if they wished to take part 
or if they required any further information. The invitation to participate in 
individual interviews was addressed to all group members; however 
newsletters were nearly always sent out to group leaders or secretaries and so, 
as expected, the majority of respondents comprised key members, that is, 
members, usually office-holders, who took an active part in running the 
groups.  Approximately three months after the newsletter had been sent a 
second round of contact was begun. This was done in consultation with 
Caroline Bell at Self Help Nottingham and was targeted at individual groups 
that came from categories that were under-represented within the initial 
sample. Contact was made either by letter or telephone with eight additional 
groups, six of whom agreed to participate. Group members were again given 
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my details and asked to get in touch with me if they wished to be included. In 
addition to this two groups were included, in both individual and group 
interviews, as a result of being contacted for a concurrent research project on 
which I was working1 and after consenting to the data also being used as part 
of my thesis.  
 Interviews 
At the first round of data collection, which took place between October 2008 
and June 2010, 39 individual interviews were conducted with members from 
33 different groups. Thirty five of these were with leaders or key members, 
who were usually office holders. Thirty six interviews took place at the offices 
of Self-Help Nottingham as this was a site with which all the respondents were 
familiar and which was easy to access. All had however been offered the 
opportunity to participate by telephone, however only three elected to do this. 
All respondents consented to the recording of their interviews and the data 
were transcribed verbatim soon afterwards. In two cases the recording 
equipment failed and, rather than reschedule the interviews the respondents 
were happy for me to take contemporaneous written notes. In both cases these 
were written up immediately after the interview. The interviews, which ranged 
from 45 minutes to more than two hours, lasted just over 90 minutes on 
average. 
 
Observations and group interviews  
Thirteen groups were contacted via their leader who was asked to present the 
details of the research at their next meeting in order for the members to decide 
whether they wished to participate. All the groups that were contacted accepted 
the invitation. Although the groups all elected to take part in group interviews, 
it turned out that, due to the ways the meetings were run, this was coupled with 
periods of non-participatory observation. In three groups this took place prior 
to the official start of the meeting. During this time members talked both 
                                                             
1
 This was the ESTEEM project that was conducted between 2010 and 2013 by Self Help 
Nottingham, University of Nottingham and Anglia Ruskin University and funded by the Big 
Lottery.  
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amongst themselves and as a group, about a range of group and personal 
matters; in two other cases, due to the informal, drop-in type nature of the 
meetings I was able to spend time prior to the interview amongst the members; 
and in nine groups I was invited to stay after completing the interview in order 
to observe or participate informally in the remainder of the meeting.   
The initial round of group interviews was conducted between March 2010 and 
January 2011; DOOWRRNSODFHDWWKHJURXS¶VUHJXODUPHHWLQJVHVVLRQ'HWDLOV
were initially sent out to group leaders or secretaries, all except two of whom 
had already taken part in individual interviews. All except two leaders took the 
information to their groups before agreeing to take part. Interviews lasted 
between 35 and 90 minutes within meetings that lasted between two and two-
and a-half-hours. I remained for varying periods after the interview but did not 
stay at any meeting for the full session, always leaving at least 15 minutes 
before the end. Consent was given for all the interviews to be recorded, 
however extensive contemporaneous notes were usually taken due to technical 
difficulties such as the size of the room and background noise. Notes were 
written up immediately after the meeting and recordings transcribed verbatim 
as soon as was possible. 
 Follow up interviews 
Nine groups undertook additional interviews, which were conducted between 
March 2010 and March 2011. Inn six groups the interview was with the group 
leader, in two it entailed a group meeting and one group took part in both 
individual and group follow on interviews. These interviews were tailored 
specifically to each group depending on their particular situation. Six of the 
seven individual interviews took place over the phone, the seventh at Self Help 
Nottingham. These interviews, which were all recorded, lasted approximately 
45 minutes. As with other interviews the responses were transcribed verbatim 
as soon as practicable after the interview. Three of the groups invited me to 
attend further meetings either in the capacity of a researcher or a visitor. I 
attended all three at least once more. No recordings were made at these 
interviews; however, the groups were happy for me to take notes throughout.  
Interview schedule 
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The interviews were loosely structured and the research design was kept 
flexible in order to allow new issues to emerge in response to the information 
that was being generated. The emphasis of the questions necessarily varied 
according to the role of the particular respondents within their self-help group 
and the characteristics of the group. For example some of the questions may 
only have been addressed to group founders, to those who have had specific 
UROHVZLWKLQWKHJURXS¶VRUJDQLVDWLRQDOVWUXFWXUHRUWRJURXSVWKDWKDGUHDFKHG
a certain stage in their evolution. Prior to conducting the interviews I was 
fortunate to be able to consult with Caroline Bell, the Training and 
Development Manager, at Self Help Nottingham as well as with a number of 
key members. The main thrust of their advice was to allow respondents to 
speak in their own way and to give them space to tell their own background 
story. The first three questions were thus used as a means of encouraging this 
personal history and responses to them frequently overlapped and ended up 
covering many of the subsequent topics meaning that the interviews often did 
not follow a set order. 
The following list indicates the questions that were asked at both individual 
and group interviews: 
1. Joining / starting the group. 
x Can you tell me why you decided to join the X group?  
x How did you find out about it? 
x Did you have anyone else ± friends or family for instance, or any 
other services, supporting you at that time? 
x (Group founders) What made you decide to start the group? Was the group 
started with specific aims or values in mind or did these evolve as you went 
along? Did you have any long term goals? 
x (Group founders / original members) Can you tell me about the process of 
getting the group going ± for example where did you go for help and 
support; how did you reach potential members? 
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2. 7KHJURXS¶VSXUSRVHDQGDFWLvities. 
x What do you see as the main purpose of the group? 
x Can you give some examples of the type of support, information etc 
that it provides? 
x Do you do any social activities? 
x Do you think the NHS or other services could do what the group does? Is 
there something unique about what self-help groups do? 
x Do group members ever take part in consultation processes ± 33,¶VRU
LINks for example?  Do you ever get involved as a group? 
x What do you talk about at group meetings? Do you have set topics? Do you 
have time for informal conversations? Do you ever discuss political issues? 
x Does the group get involved in any campaigning activities? Has the group 
ever written letters ± WR03¶VORFDOJRYHUQPHQWRUWKHSUHVV"+DYH\RX
ever joined with other groups in this type of activity? 
3. Benefits of membership. 
x How have you benefitted from being in the group?  
x Do you think there are any ways that other people or the local community 
benefit from the group? 
4. Group structure. 
x How is the group organised?  
x Is there a group leader? What do see as the role of the group leader? 
x How many people are involved in running the group? Is there a formal 
committee? Do people have specific roles? Do you have a written 
constitution? How do you get people involved in this side of the group? 
x Does tKHRUJDQLVDWLRQRIWKHJURXSZRUNZHOO"'RHVWKHZD\LW¶VRUJDQLVHG
have an effect on what it does? 
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x Is the group part of a larger / national organisation? ± if so what is the 
relationship between the national organisation and your local group? 
x How does the group go about making decisions? For example about 
practical things? With regards to its aims and ethos? 
x How is the group funded? Does the way the group is funded have any 
effects on what it does? 
5. Relationship with health and social care professionals 
x Can you tell me about any contact the group has with health and social care 
professionals or agencies? What is the nature of the relationships? 
x How do you see self-help groups in relation to public health services ± do 
you see them as just another service or as something completely different? 
x (For groups with little professional contact or members who favour less 
contact) Can you explain why the group does not want any / more 
professional input? 
x (For groups with high levels of professional contact or members who want 
more contact) Can you explain the ways the group benefits from this level 
of professional input? Are there any drawbacks? 
x Do you have any links with other self-help groups or voluntary 
organisations? Are these types of relationship valuable for the group? 
6. The evolution of the group and the future of self-help 
x How would you like to see the group develop in the future? 
x More broadly, what role do you see for groups like yours in coming years? 
 
3.7 Data analysis. 
 
The verbatim transcripts of interviews yielded a very large quantity of data 
which it was thus necessary to subject to analysis over a number of stages. The 
73 
 
first part of this process began before the first round of interviews had been 
completed and was thus able to feed into the later parts of the fieldwork. This 
preliminary analysis involved reading the responses in order to highlight the 
broad areas that appeared relevant to the research questions and thus to begin 
to identify possible themes. The decision about what to regard as relevant was 
informed by the background self-help group literature as well as by the 
theoretical framework that had guided the design of the thesis and the 
development of the research questions. This approach to the data, which 
explicitly refers to a pre-existing theoretical model, may appear to be too 
theory led to fit within the broadly interpretive approach of the study. 
However, even those approaches, such as grounded theory, that claim to be 
data driven must rely at some level on theoretical presumptions, even if these 
are not always made clear, in order to begin to organise and conceptualise the 
vast quantity of data that is typical of qualitative research (Auerbach & 
Silverstein 2003). 
The fact that the research questions arose in response to a specific theoretical 
framework does not mean that the analysis of the data was unquestioningly 
bound to it. The overarching aim of the work was to increase understanding of 
self-help groups by conceptualising them through the lens of a particular 
framework, but in doing so it also hoped to use the example of self-help groups 
to critique the value and explanatory potential of these theories themselves. In 
line with interpretive research design (Silverman 2000) it was therefore 
expected, and transpired to be the case that the emphasis of the theoretical 
framework, the organisation of the data and the focus of the research questions 
all evolved in response to the data and the different interpretations of it that 
successive readings brought to the fore. 
The data selected as being broadly relevant were then studied in more detail in 
RUGHUWRLGHQWLI\µUHSHDWLQJLGHDV¶$XHUEDFK	6LOYHUVWHLQZKLFK
formed the basis of the themes into which the data were eventually to be 
JURXSHG7KLVW\SHRIµFURVV-VHFWLRQDOLQGH[LQJ¶0DVRQ002) allowed for 
comparisons and contrasts across the data to be highlighted. The coding of the 
data, for which NVivo software was used, was also carried out in a flexible 
way. Thus as I became more familiar with the data and more convinced of the 
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significance of certain themes, some of which had not been considered 
important at the start of the study, categories were changed and collapsed 
together to allow for a broader view, or separated out into smaller units to give 
a more detailed breakdown. 
In order to increase my confidence in the accuracy of my interpretations of the 
UHVSRQVHVWKHµUHSHDWLQJLGHDV¶DQGWKHPHVZHUHUHIHUUHGEDFNWRDVDPSOHRI
respondents for discussion. 
The coded data were used primarily to illuminate emerging patterns. However 
they also occasionally revealed atypical or unique findings that did not fit into 
DQ\RIWKHFDWHJRULHVRUWKHPHV7KHVHµDQRPDORXV¶FDVHVZHUHIXUWKHU
analysed in order to draw out the extent of variety that may exist across a range 
of self-help groups and hence to extend the range of cases to which the 
inferences from the findings may apply. 
The data were also broken down and analysed according to a number of 
µYDULDEOHV¶ZKLFKDOORZHGIRUFRPSDULVRQVEHWZHHQWKHUHVSRQVHVRIPHPEHUV
of different types of group, groups of different ages and groups with different 
structures. Clearly due to the small sample size and unstructured nature of the 
research, this was not done in order to make universally generalizable claims 
or to allow for accurate predictions about the behaviour of different types of 
groups. However, use of this method can draw attention to the possibility of 
UHODWLRQVKLSVEHWZHHQJURXSV¶FKDUDFWHULVWLFVDQGEHKDYLRXURUHTXDOO\
importantly, to the lack of any such correlation. It thus allows us, albeit 
WHQWDWLYHO\WRDSSO\WKHVWXG\¶VLQIHUHQFHVDQGLQWHUSUHWDWLRQVEH\RQGWKH
specific sample (Auerbach and Silverstein 2003) and to make suggestions for 
further research.  
In terms of the quality and robustness of the analysis, I have followed the 
model developed by Rubin and Rubin (1995). Rather than trying to fit 
qualitative research into the standard quantitative paradigms of reliability and 
validity, they discuss the need for transparency, communicability and 
coherence. In effect this involves being explicit and clear in the various steps, 
such as coding and categorising that were taken in order to progress from the 
raw data to the final interpretation. Similarly the ways in which the data are 
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incorporated into the theoretical context must be justifiable and result in a 
coherent and comprehensible narrative. 
In addition to the thematic analysis discussed above, the data were considered 
sequentially in ways derived loosely from discourse or conversation analysis 
(Silverman 2000) where this seemed a useful way of providing a fuller 
understanding of the findings. This was most frequently utilised in the analysis 
of group meetings and, following suggestions from the literature about its 
YDOXHLQWKLVDUHDZLWKWKHGDWDWKDWHPHUJHGDERXWJURXSV¶LGHQWLW\and values 
as well as their response to medical labels and diagnostic categories (Johnstone 
)ROORZLQJ0ROG¶VVWXG\ZLWKVHUYLFHXVHUIRUXPVVRPHEDVLF
use was made of pronoun analysis in order to help illustrate the complexity of 
leadership status in the sample groups.  
 
3.8 Limitations of methodological strategy 
 
The shortfalls of the methodological strategy and tools have been discussed 
throughout this chapter. In addition to these the main limitation of the study 
derives from the sample being taken solely from groups that were affiliated to 
Self Help Nottingham. This means that generalising the findings to the rest of 
the UK must be undertaken with caution. The existence of Self Help 
Nottingham clearly affected the efficacy and actions of many of the groups as a 
majority had had significant contact with it, through attending workshops, 
training or obtaining one-to-one advice, over the course of their lives.  Even 
within Nottingham it is acknowledged that the views of groups with more 
radical ideologies, who thus wished to remain outside the aegis of Self Help 
Nottingham, may have been omitted. Having said this a recent study conducted 
concurrently in Nottingham and Essex (which does not have an agency 
dedicated to the support of self-help groups) found very few differences in 
WHUPVRIJURXSV¶SXUSRVHHWKRVRUDFWLYLWLHVEHWZHHQWKHWZRDUHDV(67((0
2013), which suggests that making tentative generalisations from the findings 
should be possible.  
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Findings 
 
Overview of the self-help groups 
The following five chapters present the findings from the individual and group 
interviews.  
The participating groups addressed a wide range of health and social issues 
that were allocated to the broad categories shown in Table 1. Whilst in some 
cases, particularly with respect to the groups that dealt with physical health 
conditions, this was very straightforward, in others it was less clear cut. For 
example one of the mental health groups was initially targeted at people 
without a diagnosis, but who saw thHPVHOYHVDV³VWUHVVHG´RU³LVRODWHG´DQG
could thus perhaps have been conceived as EHLQJDW\SHRIµVRFLDOLVVXH.¶ 
6LPLODUO\WKHµVRFLDO¶JURXSGLGRFFDVLRQDOO\SURYLGHLQIRUPDWLRQDERXWKHDOWK\
living ZKLFKPLJKWWKXVKDYHEURXJKWLWZLWKLQWKHµSK\VLFDOKHDOWK¶FDWHJRU\. 
Following existing literature (Elsdon et al 2000, Chaudhary et al 2010) the 
µVRFLDOLVVXH¶FODVVLQFOXGHGJURXSVWKDWKHOSHGPHPEHUVFRSHVXEVHTXHQWWRD
life-changing event such as bereavement.  
Table 1 Categories of group2 
Category Physical 
health 
Mental 
health 
Social 
issue 
Social 
group 
WĂƌĞŶƚƐ ?
group 
ĂƌĞƌƐ ?
group 
Number of  
groups 
18 (55%) 6 (18%) 3 (9%) 1 (3%) 3 (9%) 2 (6%) 
N= 33 
The groups spanned a range of ages as indicated below in Table 2. The newest 
groups were less than one year old and the oldest had been running for nearly 
30 years. 
 
 
                                                             
2
 dŚĞƐĞĐůĂƐƐŝĨŝĐĂƚŝŽŶƐŚĂǀĞďĞĞŶƵƐĞĚƚŽĂƚƚƌŝďƵƚĞƌĞƐƉŽŶĚĞŶƚƐ ?ƋƵŽƚĞƐƚŚƌoughout the 
findings chapters. Due to their small numbers some categories have been conflated as 
ĨŽůůŽǁƐ ? ‘W, ?ƌĞĨĞƌƐƚŽƉŚǇƐŝĐĂůŚĞĂůƚŚŐƌŽƵƉƐ ? ‘D, ?ƚŽŵĞŶƚĂůŚĞĂůƚŚŐƌŽƵƉƐ ? ‘^ ?ƚŽƐŽĐŝĂůĂŶĚ
ƐŽĐŝĂůŝƐƐƵĞŐƌŽƵƉƐ ?ĂŶĚ ‘W ?ƌĞĨĞƌƐƚŽƉĂƌĞŶƚƐ ?ĂŶĚĐĂƌĞƌƐ ?Őƌoups. 
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Table 2 Age of groups 
Age of group 0-5 years 6-10 years 11-15 years 16-20 years >20 years 
Number of 
groups 
12 7 2 4 8 
N=33 
Table 3 UHIHUVWRWKHVL]HRIWKHJURXS³RQSDSHU´UDWKHUWKDQthe number that 
regularly attended meetings, which was, on the whole considerably smaller. It 
UHIHUVWRWKHQXPEHURIPHPEHUVDWWKHWLPHRIWKHJURXS¶VILUVWLQWHUYLHZ 
Table 3 Size of groups 
Size of  
group 
ш ? ? ? 50-99 25-49 15-24 8-14 <8 
Physical  
Health 
 
5 3 5 2 2 1 
Mental  
Health 
 
0 0 0 0 3 3 
Social  
Issue 
 
0 1 0 2 0 0 
Social 
Group 
 
0 1 0 0 0 0 
WĂƌĞŶƚƐ ? 
Group 
 
0 1 1 0 1 0 
ĂƌĞƌƐ ? 
group 
 
0 0 0 0 1 1 
N=33 
 
Table 4 indicates the number of groups that were branches or affiliates of 
national charities, or who had registered as charities in their own right. Their 
internal organisational structure, for example the existence of a formal 
committee and officers, is discussed at length below at Chapter 8.   
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7DEOH*URXSV¶RUJDQLVDWLRQDOVWDWXV 
Status Independent Branch of  
national 
Affiliated 
to  
national 
Registered  
Charity 
Professionally  
Run group 
Physical  
Health 
 
8 8 1 1 0 
Mental  
Health 
 
6 0 0 0 0 
Social 
Issue 
 
1 1 1 0 0 
Social  
Group 
 
1 0 0 0 0 
WĂƌĞŶƚƐ ? 
Group 
 
1 0 0 1 1 
ĂƌĞƌƐ ? 
Group 
 
2 0 0 0 0 
N=33 
Amongst the sample, five groups were exclusively for women; four, all of 
ZKLFKZHUHDOVRZRPHQ¶VJURXSVZHUHIRUDVSHFLILFHWKQLFPLQRULW\DQGRQH
of these was solely for women over 55 years old. The remainder of the groups 
had no demographic membership qualifications.  
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4 Providing support 
 
 ?Ǥ ?ǯ 
 
The groups addressed a wide range of health issues from specific long-term 
physical and mental health conditions and learning disabilities to broader 
QRWLRQVRISURPRWLQJD³KHDOWK\OLIHVW\OH´DQGJHQHUDO³ZHOO-EHLQJ´8QOLNH
mainstream health services they did not aim solely to treat a condition or its 
V\PSWRPVEXWUDWKHUWR³OHDUQKRZWROLYHZLWKLW´ERWKLQWHUPVRIPRUDOHRU
³NHHS>LQJ@\RXUVSLULWVXS´DQGDOVRZLWKUHJDUGVWRSUDFWLFDOPDWWHUV such as 
driving, working or travelling abroad. This is not to say that any group was 
LGHRORJLFDOO\RSSRVHGWRORRNLQJIRUµDFXUH¶ZKHUHWKLVZDVUHOHYDQWEXWWKDW
WKLVZDVDSSURDFKHGZLWKLQWKHEURDGHUFRQWH[WRIWKHPHPEHUV¶³ZKROHOLIH´
DVD³ZKROHSHUVRQ´1HDUO\DOOJURXSVVDZWKHPVHOYHVDVKDYLQJDVRFLDOUROH
ZKLFKFRXOGEHSDUWLFXODUO\LPSRUWDQWIRUWKRVHZKRVHPHPEHUV¶FRQGLWLRQ
acted as a physical or psychological barrier or to which there were practical or 
institutional barriers against their social participation. 
*URXSV¶SXUSRVHVWHQGHGWREHH[SUHVVHGDVSURFHVVHVUDWKHUWKDQWDQJLEOH
outcomes, for example the provision of support, which was an aim shared by 
all groups. Similarly their role in providing information was sometimes seen as 
a proFHVVRI³VKDULQJH[SHULHQFHV´RU³FRQWLQXRXVOHDUQLQJ´$JDLQWKLVLVDQ
area in which they may be differentiated from mainstream agencies whose 
purpose tends to be expressed through more concrete outcomes.  
The objectives in most groups extended beyond their meetings, encompassing 
activities that promoted awareness, education, consultation, and even, 
occasionally, campaigning or service delivery.  
7DEOHEHORZLQGLFDWHVWKHJURXSV¶PDLQDLPVDQGWKHW\SLFDODFWLYLWLHV
through which they were put into effect. The table is not exhaustive in terms of 
the links between purpose and process, as it could be argued that all activities 
indirectly feed into all aims and that links can be made between all objectives. 
Unsurprisingly, as they would not have been used to framing their activities 
according to these categories, respondents defined them in a range of ways; for 
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example, some saw social activities as a purpose in itself, whilst others deemed 
it a process through which to provide support.  
 
Table 5: group purpose and activities 
Purpose Process / activity 
Support Face to face meetings: telephone help-
lines: email contact: newsletters: contact 
outside meetings. social activities 
Information sharing (within group) Face to face meetings: telephone help-
lines: guest speakers: literature: leader 
activity / expertise 
Information dissemination  Awareness days: consultation processes: 
giving talks to other agencies. production 
of literature: newsletters 
Social participation Days out / celebration meals: sporting / 
cultural activities: fun-days: meetings 
Network creation Contacts with external agencies: contacts 
with community groups and voluntary 
organisations: consultation processes  
Campaigning / advocacy        Consultation processes: writing letters: 
lobbying councilors and MPs 
Service delivery 3URYLGLQJFKLOGUHQ¶VIDPLOy services: 
providing training: telephone help-lines: 
receiving referrals from health and social 
care services. 
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Apart from one group, whose sole aim was to provide support, all groups had 
multiple objectives and in many groups there was more than one primary 
purpose.  
Table 6 below gives a very simplified breakdown of the main purpose of the 
groups in the study. As will be seen throughout the subsequent findings the 
appropriateness of trying to ascribe a single primary purpose to self-help 
groups is often limited. A number of groups were in an on-going process of 
evolution in response to numerous factors including mePEHUV¶QHHGVIXQGLQJ
FKDQJHVRUOHDGHUV¶DPELWLRQV,QDGGLWLRQVRPHJURXSVIHOWWKDWDFKDQJLQJ
environment, for example, improved services, had reduced the need for the 
clinical information previously accessed at their meetings, or for campaigning 
activities in which they had planned to participate. In addition it was clear from 
the interviews that in practice, as will be discussed throughout the remainder of 
the thesis, different group members tended to prioritise different goals and 
were using their group in a variety of ways, which would thus affect 
perceptions of its purpose.  Having said this, the responses to the open 
TXHVWLRQVDVNHGDERXWJURXSV¶aims were remarkably consistent with respect to 
individual and group interviews. A range of views was also in evidence in the 
VOLJKWO\GLIIHUHQWPHDQLQJVDWWDFKHGWRWHUPVVXFKDVµVXSSRUW¶ZKLFKVRPH
respondents construed as more personal, but others, as more practical. For 
example, the support referred to by members often took intangible forms, such 
DV³understanding´RU³OLVWHQLQJ´However, it was also talked about in terms 
RISUDFWLFDOPDWWHUVUHODWHGWROLYLQJZLWKDFRQGLWLRQVXFKDVJHWWLQJ³WLSV´
DERXW³JRLQJRQKROLGD\´RU³JHWWLQJLQVXUDQFH´DQGDVVXFKLQGLFDWHVWKH
blurred line between information and support. 
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7DEOH*URXSV¶SULPDU\SXUSRVH 
Purpose Support Information Support & 
information 
Social 
activity 
Campaigning 
& 
fundraising 
Individual 
growth & 
learning 
Number of 
groups 
8 (24%) 3 (9%) 15 (45%) 3 (9%) 1 (3%) 2 (6%)* 
N=33 
* These two JURXSV¶SXUSRVHKDGFKDQJHGE\WKHWLPHRIWKHLUVHFRQG
interview 10 months and 1 year later. At the later stage their primary aims were 
described as support and support and social activity 
 
Orientation 
The purposes of and processes and activities undertaken by the groups have 
EHHQEURDGO\GLYLGHGLQWRµLQZDUG-ORRNLQJ¶DQGµRXWZDUG-ORRNLQJ¶FDWHJRULHV
although as Nylund (2000) suggests, these categories reflect ideal types that 
tend in practice to be far more blurred. Inward-looking roles are those that 
focus solely or primarily on the group members whilst those that are more 
outward-looking aim to affect the community or society more broadly. 
7\SLFDOO\JURXSV¶VXSSRUWLQJUROHDQGWKHDFWLYLWLHVVXFKDVJURXSPHHWLQJV
WKDWHQDEOHWKLVDVZHOODVJURXSV¶ internal information sharing and social 
gatherings would be seen as inner-focused in that their main effects are 
orientated towards the members themselves. External information 
dissemination, provision of services and advocacy or campaigning would 
generally be classed as outer-focused activities. However, the data indicate that 
GUDZLQJVLPSOHFRQFOXVLRQVDERXWDJURXS¶VRULHQWDWLRQLVQRWVWUDLJKWIRUZDUG
Firstly most of the groups undertook a mixture of these activities prioritising 
different ones at different stages of their evolution. Secondly, the concepts of 
inward and outward looking can themselves be misleading and simplistic in 
that the very personal support processes that take place in meetings will have 
numerous repercussions outside the immediate confines of the group. Later 
FKDSWHUVZLOOGLVFXVVKRZIDUWKHRUHWLFDOLGHDVLQSDUWLFXODU³FROOHFWLYH
LGHQWLW\´0HOXFFL+DEHUPDV'DKOJUHQFDQSURYLGHWKH
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PHDQVE\ZKLFKWRFRQFHSWXDOLVHWKHH[WHUQDOHIIHFWVRIWKHVHµLQQHU-IRFXVHG¶
activities.  
 
4.2 Shared experience and isolation 
 
Probably the most important and frequently cited aspect of the support found 
within self-KHOSJURXSVZDVWKDWZKLFKGHULYHGIURPEHLQJZLWKSHRSOH³LQWKH
VDPHERDW´ZKRWKURXJKWKHLUVKDUHGH[SHULHQFHVRI the health condition or 
social situation that the group addressed, were able to listen, understand, 
empathise, encourage and share practical tips. 
When you come here and speak to [group leader] or speak to the 
RWKHUV\RXIHHODELWEHWWHU«\RXNQRZ\RX¶UHnot the only one who 
ZRUULHVDERXWVWXIIOLNHWKLV«NQRZLQJWKDW\RX¶UHQRWRQ\RXURZQ
KHOSLQJHDFKRWKHUEXW\RX¶UHKHOSLQJ\RXUVHOIDWWKHVDPHWLPH. (PC1-
member: G3) 
I think I just needed to talk to people that understood how I felt because 
unless you¶YHJRWLW\RXFDQ¶WUHDOO\XQGHUVWDQGZKDWLW¶VOLNH. (PH15-
member: G) 
7KHQHHGWREHZLWKWKHVH³VLPLODUSHRSOH´VWHPPHGIURPDYHU\SHUYDVLYH
VHQVHRI³LVRODWLRQ´DQGRIEHLQJDORQHLQWHUPVRIWKHIHHOLQJVDQGXQFHUWDLQW\
brought on by their illness that could be seen as a sort of emotional isolation 
rather than isolation per se. 
It was just a relief to actually talk to other people with [condition] and 
WKLQNµKH\,¶PQRWFRPSOHWHO\RIIWKHSODQHWRWKHUSHRSOHIHHOOLNHWKDW.¶
(MH3-member: G) 
:KHQ\RXFRPHKHUHLW¶VWKHILUVWWLPH\RXGRQ¶WIHHOWKDW
LVRODWLRQ«DIWHUWKH\JHWWKHLUGLDJQRVLVLW¶VOLNHµZKDWQRZ¶ZKRFDQ,
                                                             
3
 In addition to coding responses according to the type of condition they addressed (see page 
 ? ? ?ĂďŽǀĞ ? ?ƋƵŽƚĞƐĂƌĞŝĚĞŶƚŝĨŝĞĚĂƐ ‘/ ?ŝĨƚŚĞǇǁĞƌĞŵĂĚĞĂƚŝŶĚŝǀŝĚƵĂůŝŶƚĞƌǀŝĞǁƐĂŶĚ ‘' ?ĨŽƌ
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HYHQWXUQWR\RXNQRZVRLW¶VOLNHLWIHHOVOLNHMXVW\RXDQGWKLVELJZLGH
world. (PC3-member: G) 
It is interesting to note however, that this sense of isolation arose, for the vast 
majority of respondents, despite the existence of extensive and very supportive 
social networks. The members of these networks though were felt to lack the 
ability to understand the particular problems faced by the group members. 
,GLGIHHO«WKDW,ZDVWRWDOO\RQP\RZQDSDUWIURPP\IDPLO\«,
UHOLHGRQWKHPDORWUHDOO\«,KDGWKHEDFN-XSRIP\IDPLO\«>VR@,
ZRXOGVD\LWZDVQ¶WQHDUO\DVEDGIRUPH«WKH\VWD\HGZLWKPHP\
husband and two daughters. (PH1-member: I) 
,GLGKDYHDYHU\JRRGVXSSRUWV\VWHP«,PHDQZRQGHUIXOEXW,Nnew 
WKH\FRXOGQ¶WUHDOO\XQGHUVWDQGKRZ,IHOW«,PHDQIULHQGVDQGIDPLO\
ZHUHYHU\JRRGZHKDGDZRQGHUIXOO\VXSSRUWLYHFKXUFK>EXWLW¶V@MXVW
IXOOXQGHUVWDQGLQJZKLFK\RXFDQ¶WXQGHUVWDQGLWXQOHVV\RX¶YH>EHHQ
through that situation]. (S1-key member: I) 
The issue of isolation thus appears to be somewhat more complex than the 
existing literature suggests as there was no sense amongst the groups of the 
type of social ostracisation (Cameron & Birnie-Lefcovitch 2000, Adamsen 
2001) RU³GLPLQLVKLQJVRFLDOVXSport´ DQGORVVRI³DOO\RXUIULHQGV´0XQQ-
Giddings & McVicar 2006 p32) that has frequently been reported. What the 
respondents meant by describing themselves as isolated as well as how they 
responded to this state forms a central part of the discussion of µFROOHFWLYH
LGHQWLW\¶DW&KDSWHUEHORZ 
The limits of group relationships 
Although other members were clearly able to provide something, with regards 
WRUHVSRQGHQWV¶IHHOLQJVRILVRODWLRQWKDWIDPLO\DQGIULHQGVFRXOGQRWWKH
support sought from these peer networks was limited in scope ±both in terms 
RIWKHDUHDVRIPHPEHUV¶OLYHVIRUZKLFKLWZDVGHVLUHG± being largely related 
to aspects of coping with their condition ±and also the times and places at 
which it was seen to be appropriate. Although most groups met for social 
activities in addition to their regular meetings this was still within the official 
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FRQILQHVRIµWKHJURXS¶UDWKHUWKDQDVPRUHSHUVRQDOIULHQGVKLSW\SH
arrangements. Similarly despite some group leaders providing their telephone 
number in order for members to be able to meet them outside the group this 
rarely took place. 
,¶OOVD\µLI\RXZDQWWRSRSURXQGIRUDFXSRIWHD\RX¶UHPRUHWKDQ
ZHOFRPH«LI\RXHYHUIHHOORQHO\GRQ¶WVLWRQ\RXURZQ¶± EXWQRERG\¶V
taken me up on it. (MH5-key member: G) 
Most respondents, especially in mental and physical health groups, appeared to 
see the group as discrete from their broader social relationships. In fact very 
few were in contact with other members outside the group. There were some 
exFHSWLRQVWRWKLVPRVWQRWDEO\DPRQJVWSDUHQWV¶JURXSVZKRPHWIRUVRFLDO
activities for their children and thus developed relationships with other parents. 
In addition, within a very small number of groups members spoke of 
friendships developing beyond the meetings and even very occasionally of a 
marriage having taken place. However in the vast majority of cases the social 
and support activities were limited to specific, official, times and places.  
,WKLQNLIZHPHWHYHU\ZHHNZH¶GJHWERUHG«KRQHVWO\,FRunt them all 
DVP\IULHQGVEXWWKH\¶UHQRWP\EHVWIULHQGVDQG,ZRXOGQ¶WZDQWWRVHH
them all the time. (PH15-member: G) 
:H¶UHQRW± ZHGRQ¶WVHHHDFKRWKHULQEHWZHHQ± ,VXSSRVHWKH\¶UHQRW
IULHQGVLQPHHWLQJHDFKRWKHUWKH\¶UHMXVWYHU\VXSSRUWLYH. (PC1-key 
member: I) 
On the whole the data do not therefore support the view of self-help groups as 
spaces in which deeply personal, friendship type relationships beyond the 
group are a ³SV\FKRORJLFDOO\LPSRUWDQW´FRPSRQHQWRIthe reciprocal support 
within it (Borkman 1999, Adamsen 2001, Munn-Giddings & McVicar 2006 
p33).  
The extent to which close relationships were nurtured or encouraged at the 
actual meetings varied amongst the groups. In some, there was a lot of 
informal conversation about personal issues and members knew about each 
RWKHU¶VOLYHVEH\RQGWKHJURXS7KHVHJURXSVZHUHPRUHOLNHO\WRVHHHDFK
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RWKHUDV³IULHQGV´,QRWKHUVKRZHYHUWKHUHZDVOLWWOHGHYLDWLRQIURPJURXS
business, for example, one mental health group which had been running for 
many years but in which relationships beyond the group were not encouraged, 
KDGDUXOHWKDWQRERG\DVN³SHUVRQDOTXHVWLRQV´RU³DVNHGDQ\RQH¶VMRE´,Q
these groups there appeared to be a sort of bracketing off of the illness aspect 
of their identity and whilst seeing this as a valid part of their persona to share 
with the group this did not necessarily apply to the rest of their personality and 
lives. In terms of social capital theory the tendency for groups to foster this 
form of discrete, limited relationship raises interesting questions about the 
nature of the bonds and the types of trust that self-help groups encourage 
(Putnam 1995) and their consequent effects on processes such as network 
formation and political learning.  
 
Limits of broader social relationships 
In some cases in addition to the perceived inability of friends, acquaintances 
and even family to understand the situation faced by the members, respondents 
reported insensitivity and unpleasantness that could be very upsetting. Some 
UHVSRQGHQWVGHVFULEHGKRZEHFDXVHWKHLUDSSHDUDQFHVHHPHG³QRUPDO´RWKHU
people expected too much from them, sometimes implying that they were 
playing on or exaggerating their symptoms. 
People often give yRXULGLFXORXVDGYLFH«¶what have you got to be 
GHSUHVVHGDERXW¶µFKHHU\RXUVHOIXS± GRDFURVVZRUG¶ (MH3-
member: G) 
7KHUH¶VDORWRIWDERRDURXQGLW± people saying insensitive things and 
H[SHFW\RXWRKDYHJRWRYHULWLQVL[ZHHNVWKH\¶YHJRWMXVWQR
LGHD«DQGWKHQWKH\ZLOOVD\UHDOO\XQSOHDVDQWWKLQJV«DQG\RXUHDOO\
GRQ¶WZDQWWRKHDUWKDW. (PH18-key member: I) 
The groups helped members to cope with this type of misunderstanding and 
tactlessnHVVWKURXJKLWVSURYLVLRQRID³VHFXUH´DQG³VDIH´HQYLURQment in 
ZKLFKSHRSOHIHOW³UHOD[HGDQGFRPIRUWDEOH´WRUHODWHVXFKVWRULHVLQFOXGLQJ
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about people whom they frequently loved, but who could, at the same time, be 
a source of frustration. 
And my husband ± KH¶VYHU\JRRGDQGKHDOZD\VFRPHV>DEURDGWR
receivHWKHWUHDWPHQW@ZLWKPHDQGKHVDLGµLWZDVDELWRIDQDGYHQWXUH
DWWKHEHJLQQLQJ¶DQG,WKRXJKWµQR± LW¶VQHYHUEHHQ,¶VRDJDLQ, LW¶V
about having someone to share that with. (PH10-key member: I) 
Group members felt safe and at ease in the fact that the\ZHUH³DFFHSWHG´IRU
what they were. You FRXOG³EH\RXUVHOI´DQGGLGQRWKDYHWRSXWRQDQDFW
SUHWHQGWR³IHHOZHOO´RUPDNHDFRQVWDQWHIIRUWWRPDVWHUWKHLU³HPEDUUDVVLQJ´
symptoms which they sometimes were compelled to do outside the group.  
You feel PRUHRSHQ«QRWHPEDUUDVVHGQRZDERXWQRWKLQJ. (MH4-
member: G) 
,MXVWVDWDWWKHJURXSDQGFULHG«ZKHQ\RX¶UHDW>WKHJURXS@\RXFDQ
GRWKDW«QRRQHWKLQNV\RX¶UHPDG«WKLVLVRWKHUSDUHQWVWKH\
understand. (PC3-member: G) 
 
4.3 Group values and ethos 
 
This atmosphere was underpinned by two very important ethical values, 
confidentiality and non-judgemental attitudes. Consequently members felt able 
to speak in an uninhibited and unconstrained way that might not be possible 
within other arenas. The willingness of members to speak openly itself 
reinforced this high level of trust within the group. 
,GLGQ¶WIHHO,FRXOGJRDQ\ZKHUH± it was too embarrassing, I was very 
aware ± DQGDW>WKHJURXS@SHRSOHGRQ¶WMXGJH\RX. (PH1-member: I) 
There is a [community reVRXUFH@EXWLW¶VDORWRISHRSOHWKHUH«DQG
some people talk about you ± here you feel confident, no one will go 
and talk to some other person. (MH4-member: G) 
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The effect of this atmosphere of being at ease, trust and openness coupled with 
the condition or situation that members had in common, was to foster a strong 
sense of group solidarity and collective identity which one respondent summed 
XSDV³MXVWEHLQJSDUWRIVRPHWKLQJ.´ 
There is a solidarity in the group where real people have got something 
in comPRQDQGZHVWLFNWRJHWKHU«WKHHQWHUSULVHLVPRUHLPSRUWDQW
WKDQWKHLQGLYLGXDO«LW¶VRXUVLWGRHVQ¶WEHORQJWRDQ\RQHHOVH. (MH1-
member: I) 
,W¶VDIRXUZDOOVSROLF\± ZKDWHYHULVGLVFXVVHGLQWKDWFRQWH[WGRHVQ¶W
go any further and I mean you can lay your soul bare if you wish to ± 
WKDW¶VZKDWELQGVWKHJURXSWRJHWKHUEHFDXVHHYHU\ERG\NQRZV
UHODWLYHO\LQWLPDWHGHWDLOVDERXWRWKHUPHPEHUVZKLFKGRHVQ¶WJRDQ\
further, so the group tends to stick together. (PH12-key member: I) 
:HMXVWIHHODVWKRXJKZH¶UHSDUWRIDJURXS«\RXNQRZVRZHDUH
UHDOO\VWURQJVRFLDOO\WRJHWKHU«LW¶VDQHWZRUN. (PC4-key member: G) 
Members reported a strong sense of group pride in the achievements of 
individual members, all taking credit for the positive outcomes of the group. In 
one group a member, who had suffered from long-term mental health 
problems, managed to get a job through the input of the group ± the other 
members felt that 
tKHUHVWRIWKHODGLHVLQWKHJURXSVKRXOGKDYHWKHFUHGLWIRULW«,WKLQN
ZHFDQWDNHFUHGLW«>LW@WXUned out to be a wonderful day for her and 
the group as well. (MH5-key member: I) 
>PHPEHU¶VFRQGLWLRQ@PHDQWKHYLUWXDOO\ZRXOGQRWOHDYHKLVKRPH± 
EXWLWZDVWKHJURXSJRWKLPWRJRRQDWULS«DQGVLQFHWKHQKH¶VD
GLIIHUHQWPDQDQGKH¶VFRPHRQLQOHDSVand bounds. (PH17-key 
member: G) 
This group pride and solidarity was enhanced by awareness amongst some of 
the members of a few groups that the condition or situation they faced could be 
the subject of negative attitudes and stereotypes that could result in feelings of 
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exclusion and stigmatisation outside the group. The resulting feeling of being 
DQ³RXWVLGHU´GLVDSSHDUHGZLWKLQWKHFRQWH[WRIWKHJURXS. 
:HKDGVRPHWKLQJLQFRPPRQ«WKDWVDPHSUREOHP«\RXDOZD\VIHHO
\RX¶UHWKHRXWVLGHU«LWZDVDERQG. (MH1-member: I) 
Through the support of the group the members were able to derive the strength 
to face and challenge these negative views. 
,WJLYHV\RXWKHFRQILGHQFHWRFKDOOHQJHVWHUHRW\SHV«JLYHV\RXKRSH
that you can do something. (PC3-member: G) 
I mean mental hHDOWKKDVDVWLJPDWRLW«FRVP\QHLJKERXUVD\VµLI\RX
FDQ¶WVRUWRXW\RXURZQSUREOHPZLWKRXWKDYLQJWRJRDQGWDONWRD
VWUDQJHULW¶VDSRRUWKLQJ¶± VKHGRQ¶WKDYHWKHIRJJLHVWLGHDRIZKDW
SUREOHPV,¶YHJRWEXW,GRQ¶WFDUHDQ\PRUH,GRQ¶WFDUHZKR
knRZV«\HVDEVROXWHO\WKDWKDVFRPHIURPWKHJURXS. (MH5-key 
member: G) 
Individual autonomy within the collective 
7KHHIIHFWVRIJURXSV¶VXSSRUWSURFHVVHVGLVFXVVHGDERYHVWHPIURPWKHLGHD
RIWKHJURXSDVDFROOHFWLYHKHOGWRJHWKHUE\ERQGVDULVLQJIURPPHPEHUV¶
shared condition, often in the face of a society perceived as either ignorant or 
even occasionally hostile. Paradoxically though, this collective identity was, in 
the vast majority of cases, grounded firmly in an ethos of respect for individual 
autonomy and individual difference. This manifested in the belief that each 
member was in the optimum position to adjudge his or her own needs with 
respect to the way they wished to use the group and the investment they would 
make in it. So, except in a very small number of cases, members were not 
required to adopt any set practices or roles within meetings and in no group 
were the members under a duty to share any intimate or personal details if they 
did not wish to do so.  
<RXFDQWDONDERXW\RXUSUREOHPV«LW¶VHQWLUHO\XSWRWKHLQGLYLGXDO«
HLWKHUZH¶UHJHWWLQJWKHPWRWDONDERXWLWRUZHOHDYHWKHPWRVLWLQD
cornHUDQGLIWKH\ZDQWWRWDONDERXWLWWKH\¶OOWDONDERXWLWDQGWKHUHVW
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RIXVMXVWDXWRPDWLFDOO\JRLQWRWDONLQJDERXWVRPHWKLQJ«GRWKH\
want to talk about it or do we leave them. (MH5-key member: G) 
I never push them ± ,DOZD\VVD\µLI\RXZDQWWRWDON RSHQO\\RXFDQ¶
««VRPHSHRSOHZKRFRPHUHDOO\MXVWIRUWKHFXSRIWHDDQGZKRUHDOO\
GRQ¶WFRQWULEXWHDQ\WKLQJEXW,GRQ¶WPLQGWKDWLIWKH\¶UHFRPIRUWDEOH
WKDW¶VILQH«SHRSOHGRQ¶WKDYHWRWDONLIWKH\GRQ¶WZDQWWR. (PH18-key 
member: I) 
This respect for individual choice meant that, at first sight at least, there 
appeared to be no automatic expectation for people who received support from 
the group to put anything back into it in terms of contributing at meetings, as 
illustrated by the quotes above, or in terms of long term commitment to the 
group. Respondents stated that members were under no duty to maintain 
contact with or input into the group after they had derived the benefit they felt 
they needed from it.  
3HRSOHIRXQGWKH\¶GJDLQHGHQRXJK«HQRXJKconfidence to have 
WKRXJKWZHOO,GRQ¶WUHDOO\QHHGWKHJURXSDQ\PRUH«ZKLFKLVDJRRG
WKLQJEHFDXVHHYHQWKRXJK,DPVWLOOFRPPLWWHG«QRQHRIWKHRWKHU
RULJLQDOPHPEHUVDUH«WKH\¶YHDOOJDLQHGFRQILGHQFHIURPWKH
JURXS«DQGPRYHGRQ«SHRSOHGRQHHGGLIIHrent things from the 
group. (S2-key member: I) 
$ORWRISHRSOHFRPHEXWWKHQGRQ¶WFRPHEDFN«,WKLQNWKDW¶VZKDW
VXLWVWKHPDQGLW¶VVWLOOEHQHILWWLQJSHRSOHMXVWWRNQRZLW¶VWKHUH«WKHUH
ZDVRQH\RXQJODGRQO\DERXWDQGKHFDPHRQFHWKHQGLGQ¶WFRPe 
for ages and then a while ago he came back .. I think there will be a 
few like that who just need to come now and then. (PH7-key member: 
G) 
I was like that when I was young - you distance yourself from it - You 
JHWDORWRISHRSOHMRLQZKHQWKH\¶UHILUVW GLDJQRVHG«DQGWKHQ
«WKH\¶UHJRQHDQGWKDW¶VILQH\RXNQRZ«ZH¶YHKHOSHGWKHP± you 
TXLWHRIWHQILQGILYHRUVL[\HDUVODWHUWKH\UHWXUQDJDLQ«ZKHQWKH\
come back a second time they tend to stay. (PH6-key member: I) 
91 
 
These responses appear to challenge the view of self-help held by authors who 
directly correlate levels of participation with benefits. Borkman, for example, 
VWDWHVWKDWSHRSOHZKRDWWHQGJURXSV³RQO\RFFDVLRQDOO\RUZKRRWKHUZLVHGR
not get intimately involved are unlikely to receive much KHOSIURPWKHSURFHVV´
(1999 p 14). Clearly the current participants felt that there were many ways of 
gaining from the group, not all of which required an active or on-going input 
into it.  
However, on closer reading it turns out that this acceptance of iQGLYLGXDOV¶
choice in how they use the group may be less straightforward than first 
DSSHDUV2QHUHVSRQGHQW¶VLQWHUYLHZH[HPSOLILHVVRPHRIWKLVDPELJXLW\
:KLOVWKHIHOWLWWREHSHUIHFWO\UHDVRQDEOHWKDWDSURSRUWLRQRIPHPEHUV³PLJKW
VWD\RUPLJKWQRW´ WKDWLQWKH³HDUO\VWDJHV´RISDUWLFLSDWLRQ³SHRSOHDUHPRUH
OLNHO\WRWDNHUDWKHUWKDQJLYH´DQGWKDWLQGLYLGXDOFKRLFHKDGWREH
DFNQRZOHGJHGWKURXJKD³UHFRJQLWLRQWKDW«QRWHYHU\ERG\KDVWRJRWR
HYHU\WKLQJ´+HDGGHGKRZHYHUWKDW 
,W¶VQRWDJURXSZKere people turn up and wait for everything to be 
done for them ± you have to contribute ± WKHUH¶VDQH[SHFWDWLRQWKDWLI
\RXFRPH\RX¶OOEHSDUWRILW. (MH1-member: G) 
<HWFOHDUO\WKRVHPHPEHUVZKRGLGQ¶WVWD\EH\RQGWKH³HDUO\VWDJHV´DQGWKXV
took rather than contributed were deemed to be making an acceptable use of 
the group. Similarly another group leader stated; 
,PHDQLIWKHJURXSIROGV,¶OOEHUHDOO\VRUU\EXW,ZLOOQRWFRPHEDFN
and rescue it  - EHFDXVHLILWIROGVWKHQLW¶VQRWGRLQJWKHMRELW¶Vmeant 
to be doing  - LW¶VPHDQWWREHDPXWXDOO\VXSSRUWLQJJURXSQRWRQH
person doing everything. (PH14-key member - I) 
It appears that there may be subtle distinctions made between admissible and 
inadmissible ways of participating. In particular there was frequent censure of 
those whose only or main contact with the group was for social events or 
outings. These people were referred to pejoratively by respondents from a 
QXPEHURIJURXSVDV³IUHH-ULGHUV´7KHLUGHVLUHWRDWWHQGLQWKLVZD\ZDVQRW
seen as an expression of their autonomy or as their being the person best 
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placed to ascertain their own need, but rather as a form of abuse of the group. 
This was felt even amongst groups, including some of those quoted above, that 
believed there should be no duty to contribute at meetings or to group tasks, or 
to undertake a long term commitment to the group. 
6KHRQO\VHHPVWRWXUQXSZKHQWKHUH¶VDQHYHQWRQDQGWKDW¶VQRWZKDW
WKHJURXS¶VDERXW± LW¶VWKHUHWRRIIHUVXSSRUWQRWIRUSHRSOHWRMXVW
come for a good time. (MH5-key member - G) 
This was felt despite the fact that one of the main benefits of this group was 
SHUFHLYHGDVEHLQJLW¶VSURYLVLRQRIWKHRSSRUWXQLW\WRWDFNOHVLWXDWLRQVWKDW
PHPEHUV¶FRQGLWLRQVDFWHGDVDEDUULHUDJDLQVWWKHLUIDFLQJ7KHUHVSRndents 
however did not raise the possibility of this person perhaps being better able to 
deal with a more anonymous social situation than with a small and intimate 
group setting. Other groups were equally as inflexible in this matter. 
We have a rule that you have to come to three meetings to be able to go 
RQWKHWULSV«RWKHUZLVH\RXMXVWJHWSHRSOHZKRDUHQ¶WLQWHUHVWHGLQWKH
JURXS«ZH¶UHJRLQJWREHVWULFWDERXWWKDWQRZ (PH7-key member: G) 
6LPLODUO\DQRWKHUJURXSWKDWUHJDUGHGLWV³VRFLDOLQWHUDFWLRQ>Ds] the most 
ZRUWKZKLOHSDUWRILW´FRQGHPQHGPHPEHUVZKRZHUH³QRWUHDOO\LQWHUHVWHG± 
WKH\¶UHPRUHLQWHUHVWHGLQWKHQH[WERDWWULS´2QHJURXSZDVQRWDEOHLQLWV
explicit opposition to this type of view. The members here thought there 
should be no exceptLRQVWRSHRSOH¶VLQGLYLGXDOFKRLFHUHJDUGLQJZKDWWKH\
wanted to get out of the group. 
some people do just want to tap in for information and go away and 
\RXPLJKWQRWFRPHDJDLQIRUDFRXSOHRI\HDUV«LWGHSHQGVZKDW
people want at the time ± some people might want a quick fix and not 
VRPHWKLQJWRJHWPRUHRIDJULSRQ«ZHGRQ¶WMXGJHSHRSOHE\KRZ
PXFKWKH\FRQWULEXWHRUKRZPXFKWKH\GRQ¶W- we just want people to 
come  - LW¶VOLNHRQHRIWKHSDUHQWVKDVQ¶WEHHQIRUDYHU\ORQJWLPHDQG
we actually iQYLWHGWKHPWRRXU&KULVWPDVSDUW\DQGWKH\GLGQ¶WFRPH
DQGWKH\VDLGµWKDW¶VZK\ZHGLGQ¶WFRPHEHFDXVHZHKDYHQ¶WEHHQWR
DQ\WKLQJHOVHIRUVXFKDORQJWLPHZHGLGQ¶WIHHODVWKRXJKZHFRXOG
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MXVWFRPHWRWKHSDUW\¶«DQG,VDLGµGRQ¶WEHVLOO\± we wouldQ¶WKDYH
LQYLWHG\RXLIZHGLGQ¶WZDQW\RXWRFRPH.¶ (PC4-key member: G) 
 
4.4 Social Participation 
 
Despite some groups placing restrictions on attendance at social activities, 
encouraging social participation was believed to be intrinsic rather than 
DGGLWLRQDOWRWKHVXSSRUWWKDWWKH\FRXOGRIIHU7KLVZDVEHFDXVHPHPEHUV¶
FRQGLWLRQVDFWHGDVDSK\VLFDORUSV\FKRORJLFDOEDUULHUWR³JHW>WLQJ@LQYROYHGLQ
OLIH´7KHVRFLDOLQWHUDFWLRQHQFRXUDJHGE\WKHJURXSZDVWKXVVHHQDVDZD\WR
reintroduce members EDFNLQWR³DQRUPDOHQYLURQPHQW´ZKHUHWKH\FRXOG
³SDUWLFLSDWHLQWKHRUGLQDU\OLIHWKDW¶VJRLQJRQDURXQG´0DQ\PHPEHUV
GHVFULEHGKRZWKH\KDGEHFRPH³LQVXODU´RU³LQWURYHUWHG´EHFDXVHRIWKH
stigma attached to their symptoms or illness. They described being too 
³HPEDUUDVVHG´WRJRRXWLQWRWKHFRPPXQLW\EHFDXVHRIWKHLUODFNRI
³FRQILGHQFH´RUVHOI-consciousness. 
:HRUJDQLVHGD\WULSVZH¶YHJRW\RXWKFOXEVVRWKH\¶UHJHWWLQJWKH
VRFLDOLQWHUDFWLRQQRZ«RXUSDUHQWVDUHEHJLQQLQJWRDFFHVVDFWLYLWLHV
± tRPL[VRFLDOO\«LW¶VMXVWJHWWLQJWRJHWKHU«ZHDUHUHDOO\VWURQJ
socially. (PC4-key member: G) 
:HJLYHHDFKRWKHUFRQILGHQFHDQGZHKDYHRXWLQJV«DQGLWMXVWKHOSV
HYHU\ERG\EHFDXVHWKHUH¶VRQHRUWZRSHRSOHLQWKHJURXSZKRFDQ¶W
JHWLQWRWRZQZKRFDQ¶WFDWFKDEXV«>FDQ¶W@GHDOZLWKFURZGV. 
(MH5-key member: I) 
The social element was very important ± VRPHRIWKHVHZRPHQ«MXVW
GLGQ¶WJHWRXW. (S4-key member: G) 
,QGHHGLQPDQ\FDVHVWKLVZDVQRWOLPLWHGWRUHWXUQLQJPHUHO\WR³QRUPDO´OLIH
but was a means by which group members faced new challenges and addressed 
their fears; 
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:H¶YHEHHQRQERDWV«WKH\JRWWKURXJKLWWKH\FRXOGQ¶WJHWRQDERDW
before ± ZHZDQWWRJREDFNDJDLQQRZ«WKHUH¶VFURZGVSHRSOHZLWK
trolleys, you know that was a problem ± crowds are a 
SUREOHP«\RX¶YHJRWWRGRLW«LI\RX¶UHRQ\RXURZQ\RXZRXOGQ¶WULVN
it. (PH17-key member: I) 
One girl [had to] stand in the foyer of the theatre, she broke down, she 
ZDVEDG«EXWZHFDOPHGKHUGRZQ«DQGZHZDVDEOHWRJRLQVKHZDV
ILQHZDVQ¶WVKH«QRVKHZRXOGQ¶WKDYHGRQH>WKDWZLWKRXWWKHJURXS@± 
VKHGLGQ¶WJRRXWDWDOO. (MH5-key member: G) 
Although they were a large part of it, events and outings were not the only way 
in which the groups nurtured social participation. The meetings themselves 
were a vital means through which group members developed the confidence to 
go out into and meaningfully contribute to the broader society. 
0DQ\RIWKHP\RXUHDOO\ZRXOGQ¶WKHDUWKHPVSHDNXSVRPHPLJKW
come to the meeting and sit in the corner, but now to see how WKH\¶YH
JURZQDQGGHYHORSHG«LW¶VJLYHQWKHP«WKHFRQILGHQFHWRJRRXWDQG
try and do new things. (S4-key member: I) 
,W¶VMXVWWKHPHHWLQJWRJHWKHUZLWKSHRSOH«LWMXVWJLYHV\RXWKH
FRQILGHQFHWRWU\WKLQJV\RXZRXOGQ¶WQRUPDOO\KDYHWULHG«ZHGLGWKLV
[locDOFDPSDLJQ@EXW,ZRXOGQ¶WKDYHGRQHWKDWZLWKRXWWKHVXSSRUWRI
the rest of the group ± no way! (PH14-key member: I) 
,ZDVYHU\IULJKWHQHGRIJRLQJRQWKHSKRQH«EXWQRZ,FDQGRDORWRI
WKLQJVRQWKHSKRQH«,WKLQN>WKHJURXS¶V@PDGHPHIHHOµ\HV,KDYHgot 
the ability to do it.¶ (PH1-member: I) 
3HRSOHZKR¶YHFRPHWRWKHJURXSKDYHJRWLQYROYHGLQRWKHUJURXSV
EHFDXVHLW¶VJLYHQWKHPWKHFRQILGHQFH (S2-key member: I) 
Respondents gave examples of specific outcomes that they felt were 
attributable to the support and encouragement they got from the group. For 
H[DPSOHRQHJURXSGHVFULEHGKRZ³WKHRQHZKRGRHVQ¶WJRRXWDWDOO´ZKR
³RQO\JRHVWRWKHJURXS´IRXQGDMREWKURXJKFRPLQJLQWRFRQWDFWZLWKWKH
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managers of the venue at which the meetings took place. Other groups gave 
numerous accounts of how increased social interaction through the group 
resulted in the uptake of various activities within the community that would 
otherwise have been very unlikely. 
2QHRIWKHPXP¶V«VKH¶VVSHFLDOQHHGVKHUVHOIDQGZDWFKLQJKHUVKH¶V
GRLQJDYROXQWDU\FRXUVHDQGVKH¶GKDYHQHYHUGRQHWKDWZLWKRXWWKH
enthusiasm the group gave her and just watching these parents develop 
and do things is amazing and then in turn how they help others. (PC3-
key member: I) 
I was five years stay in the house and do nothing ± GLGQ¶WKDYHQR
IULHQGVQRWKLQJQRZ,GR(QJOLVKFRXUVHDQG7$FRXUVH«EHFDXVHRI
being in the group. (PC5-member: G) 
 
 
4.5 Promoting a positive attitude 
 
Self-help groups have occasionally been accused of promoting a negative or 
victim mentality (Damen et al 2000, Elsdon et al 2000). The current data 
however emphatically support the more common view of these groups as 
promoting a sense of positivity amongst their members. Indeed one of the 
strongest impressions to come out of the data was the importance that was 
DWWDFKHGWRJURXSV¶DLPRISURYLGLQJVXSSRUWLQVXFKDZD\DVWRSHUSHWXDWHD
³SRVLWLYH´³KRSHIXO´DQG³RSWLPLVWLF´DWWLWXGHWROLIH0DQ\UHVSRQGHQWVWDONHG
DERXWWKHLUODFNRIGHVLUHIRU³SLW\´± in fact the group was sometimes seen as a 
haven against the unwanted, if well-LQWHQWLRQHG³V\PSDWK\´RIRWKHUV.  
 <RXGRQ¶WZDQWV\PSDWK\±WKDW¶VQRWZKDW,ZDQW. (PH10-key member: 
I) 
None of the respondents complained of having themselves been the subjects of 
the type of injustice or unfairness which could be used to perpetuate feelings of 
victimhood. This is not to say that they did not sometimes criticise services, 
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clinicians or aspects of their treatment which were felt to be inadequate or 
uncaring, but that this was not dwelt upon as a cause of any personal 
misfortune. On the contrary it was often referred to as providing the spark that 
led to the positive action of joining the group. Group members, in particular 
leaders, also sometimes perceived unfairness or injustice on the part of others. 
This was usually with regards to people seen as particularly vulnerable, for 
example due to their age, the effects of their condition or their educational or 
social background which prevented them from taking effective action to 
address their situation. 
7KHUHVHHPHGWREHQRDGYLFHQRKHOSZKDWVRHYHU«VKHVHHPHGWREH
VRKHOSOHVVDQG,KDGWRSXVKIRUKHUWRKDYHDFRQVXOWDWLRQ«KHU
JHQHUDWLRQWHQGHGWRQRWZDQWWRERWKHUSHRSOHDQGWKLQN,¶PQRWWKDW
EDG,GRQ¶WZDQWWRERWKer the doctors. (PH9-key member: I) 
3HRSOHDUHUHOXFWDQWWRNHHSJRLQJEDFNWRWKHLU*3«SHRSOHKDYH
JRQHKRPHDQGQRWXQGHUVWRRGZKDW¶VEHHQVDLGDQGSXWXSZLWKDQ
extraordinary level of pain. (PH15-key member: I) 
Again however this was discussed very much in terms of being something that 
the group had the power and the means and whose purpose it was to 
counteract. When this type of poor treatment had occurred members were 
admittedly offered a sympathetic ear if this were needed, but more importantly, 
the practical assistance and encouragement to ensure better subsequent 
treatment. 
I actually went with him yesterday to the hospital as an adviser - I sort 
RI,¶PVRUWRIDQXQRIILFLDODGYRFDWH,PHDQ,ZDVMXVWRIIHULQJKLP
support ± but it looks a bit more official if you do go in with somebody 
because I said that I was a volunteer with [national organisation] and 
WKDW,ZDVQ¶WYHU\VDWLVILHGZLWKWKHVXSSRUWWKH\JDYHKLPODVWWLPHDQG
WKDWKHVKRXOGEHWDNHQDOLWWOHELWPRUHVHULRXVO\«DQGWKLVWLPHKe 
got the help he needed. (PH16-key member: I) 
$ORWRISHRSOHDUHWRRQHUYRXVWRJREDFNWRWKH'U«ZH¶UHWU\LQJWR
VD\WRSHRSOHµORRN\RXNQRZ\RXKDYHDULJKWWRWKHEHVWWUHDWPHQW
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possible ± ZK\GRQ¶W\RXVD\WR\RXURZQ*3µFDQ,EHUHIHUUHG"¶«LW¶V
like empowering people. (PH3-key member: I) 
Similarly sympathy was offered to those who were undergoing acute crises or 
HYHQMXVW³GRZQWLPHV´0HPEHUVZHUHQRWH[SHFWHGWREH³IDOVHO\MROO\´DQG
VRPHGHVFULEHGKRZHLWKHUWKH\WKHPVHOYHVRURWKHUVPLJKW³VLWDQGFU\´7KLV
ZDVYHU\UDUHO\VHHQWRXQGHUPLQHWKHJURXS¶VSRVLWLYHRXWORRNLQVWHDGWKH
group was providing a space in which negative emotions arising from a health 
condition or life-changing event could have an appropriate outlet in order that 
they could be dealt with, acknowledged and validated as a means towards 
subsequent progress. The groups performed the same function with regards to 
the frustration, guilt and even anger that a number of respondents reported 
feeling. Some of those respondents who placed most emphasis on their own 
DQGWKHLUJURXS¶VSRVLWLYHDWWLWXGHKDGLQLWLDOO\XVHGLWDVDPHDQVWR³JHW
[things] off my chest.´ 
7KHJXLOWLVDEVROXWHO\DEVROXWHO\SKHQRPHQDO«ZHQRZKDYHWKH
JURXS«WRJHWULGRIWKLV«,GRQ¶WNQRZZKDW,¶GKDYHGRQH«ZLWKRXW
people to share these sorts of feelings with. (PH18-key member: I) 
I was able to sound off- ,ZDVDEOHWRJHWULGRIP\DQJHU«DERXWWKH
condition ± ,¶PDUHWLUHGOLEUDULDQIRUJRRGQHVVVDNH (PH8-key 
member: I) 
It was striking how people with sometimes severe symptoms saw the group as 
a way of perpetuating and encouraging the personal determination that would 
ensure members would not slip into negative cycles of self-pity. 
7KHPRUH\RXWU\DQGGRWKLQJVWKHEHWWHU\RXEHFRPHDQG\RX¶YHJRW
to keep RQWU\LQJ«VRPHSHRSOHWKH\¶UHUHDOO\LQDEDGZD\WKH\¶UH
UHDOO\LQWURYHUWHGDQGWKH\UHDOO\GRQ¶WZDQWWRVSHDNWRDQ\RQH«ZH
VD\WRWKHPMXVWNHHSRQWU\LQJ«EXWWKHQ\RXVHHWKHPDIWHUWKUHH
PRQWKVDQGWKH\¶UHVSHDNLQJVRPXFKEHWWHU. (PH1-key member: I) 
7KHH[WHQWWRZKLFKZRUGVDQGSKUDVHVVXFKDV³LQVSLUH´³JHWRQZLWKLW´³OLYH
\RXUOLIH´RU³PDNHWKHEHVWRILW´ZHUHXVHGHPSKDVLVHVWKLVLQWHQWLRQWR
ensure that the types of support given by the group serve to promote a positive 
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attitude. ResponGHQWVIUHTXHQWO\UHIHUUHGWR³LQVSLUDWLRQDO´SHRSOHZKRKDG
VSRNHQDWPHHWLQJVRUKHOSHGWKHPZKHQWKH\KDGILUVWMRLQHGDVEHLQJD³UROH
PRGHO´RUD³SRVLWLYHUROHPRGHO´,QWXUQWKH\KRSHGWKDWWKH\FRXOGSHUIRUP
this function with new members. 
He VRUWRIWRRNPHXQGHUKLVZLQJ«KHVDLGWRPHµ\RX¶YHMXVWJRWWR
NHHSRQJRLQJ«\RXPXVWQ¶WOHWWKLVJHW\RXGRZQ«DQG,ORRNHGDWKLP
DQG,WKRXJKW«¶LIKHFDQGRWKDWVRFDQ,.¶ (PH18-key member: I) 
>,KRSH@WRDFWDVDUROHPRGHO«,ZDVVRLQVSLUHGE\WKH leader when I 
first joined. (PH8-key member: I) 
 
 
4.6 Individual responsibility 
 
0HPEHUVZHUHNHHQWRGHVFULEHWKHLUJURXSVDV³KDSS\´³FKHHUIXO´SODFHVWKDW
PRVWFHUWDLQO\ZHUHQRW³DOOGRRPDQGJORRP´DQGWKDWSURPRWHGRSWLPLVP
and a search for the EHVWWKDWFRXOGSRVVLEO\EHIRXQGLQPHPEHUV¶GLIILFXOW
FKDOOHQJLQJDQGDWWLPHV³DZIXO´VLWXDWLRQV. 
<RXHQGXSIHHOLQJµWKHUH¶VQRKRSHDQGKH¶VQRWJRQQDKDYHDOLIH¶DQG
then when you come to [the group] you realise that they can still have a 
life, they can still do stuff.¶3&-member: G) 
7KLV³FKHHUIXO´³RSWLPLVP´RIWHQDSSHDUHGWRUHIOHFWDVHWRIPRUHVHULRXV
values on which the support the group offered depended. The expectation of 
WDNLQJDSRVLWLYHDSSURDFKWRRQH¶VFRQGLWLRQZDVJURXQGHGLQDVWUong belief 
LQ³VHOI-UHVSRQVLELOLW\´³VHOI-UHOLDQFH´DQGLQGHSHQGHQFH%RWKPHPEHUVDQG
OHDGHUVIUHTXHQWO\H[SUHVVHGDEHOLHILQD³GXW\´WR³WDNHDFWLRQDERXWLW
\RXUVHOI´DQGWRPDNHIXOOXVHRIDOOWKHUHVRXUFHVLQFOXGLQJVHOI-help groups, 
so as to besW³KHOS\RXUVHOI.´ 
6RPHSHRSOH«WKH\GRQ¶WZDQWWRNQRZ«\RXKDYHWRJHWWKHEHVWRXW
RIWKLQJV«WKDW¶VWKHZD\,WKLQN«EXWSHRSOHGRQ¶WZDQWWREHLQYROYHG
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± there can be resentment about being dealt this hand in life. (PH12-
key member: I) 
Members even saw themselves as having the right, if not the duty, to criticise 
others within the group who were being negative, apathetic or lazy. The right 
WR³JHHXS´RWKHUVLQWKLVZD\ZDVDYHU\YDOXDEOHSURGXFWRIPHPEHUV¶VKDUHG
experience. This gave a level of mutual understanding and empathy that made 
such criticism acceptable, unlike when it was proffered by family, friends and 
professionals outside the group.  
Some of them sometimes need a kick up the backside. (MH5-key 
member: I) 
Somebody in the group might say µKH\ZHKHDUGDOOWKDWODVWZHHN
KDYHQ¶W\RXJRWDQ\WKLQJGLIIHUHQW¶WKHQWKDW¶VDFFHSWDEOHEHFDXVHLW¶V
coming from - \RXNQRZLW¶V\RXUSHHUJURXS. (MH3-key member: I) 
7KHRWKHUVLGHRIWKLVDVSHFWRIJURXSV¶HWKRVZDVWKDWRFFDVLRQDOO\WKHIRFXV
on self-responsibility and positivity could have undertones of blame or at least 
frustration and impatience with those people who were seen as refusing to help 
themselves. Similarly there could be an unsympathetic response to those who 
were perceived to unnecessarily dwell on their problems. These individuals 
were not believed to be acting in their own best interests and were sometimes 
seen as a drain on the group and a burden on group leaders. 
$QG,WKLQNµFRPHRQ«,W¶VQRWWKHHQGRIWKHZRUOGIRUJRRGQHVV
sake.¶ (PH8-key member: I) 
Do you know I found her quite depressing and I thought umm this is not 
ZKDW,ZDQW«,ZDQWSHRSOHZKRZDQWWRKHOSWKHPVHOYHV. (PH10-key 
member: I) 
Some respondents felt that only a certain amount of effort could reasonably be 
expected in an attempt to engage others in activities that would help them. And 
they were seen as having little right to bemoan their situation or treatment if 
they failed to take advantage of the assistance, such as the expertise and 
information that was shared within groups, that was freely available to them. 
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7KH\GRQ¶WZDQWWRMRLQ«,SHUVRQDOO\IHHOWKDW¶VTXLWHDEOLQNHUHGZD\
of going on ± ,WKLQN\RXVKRXOGMRLQHYHQLILW¶VRQO\WRPHHW
SHRSOH«DQGJDLQLQIRUPDWLRQ«\RXFDQ¶WWXUQURXQGDQGVD\µ,GLGQ¶W 
NQRZWKDW¶- you should do. (PH12-key member: I) 
 
 ?Ǥ ?ǲǳ 
 
The findings discussed above indicate the emphasis that members placed on 
their shared illness or situation. It was frequently so central to their persona 
that it was regarded as a cause of strong feelings of isolation from existing 
social relationships. It therefore seems somewhat paradoxical that the 
respondents were, at the same time, extremely emphatic in stating their desire 
for their condition not to be their defining characteristic They referred 
IUHTXHQWO\WR³WKHZKROHSHUVRQ´DQGWRWKHXQLTXHYDOXHRIWKHJURXSDV
opposed to many professional services, as being its acting as a means to locate 
the illness, on-JRLQJV\PSWRPVRUVLWXDWLRQZLWKLQWKHFRQWH[WRIWKLV³ZKROH
pHUVRQ´,QHIIHFWWKLVIRUPHGSDUWRIWKHSURFHVVRI³OLY>LQJ@\RXUOLIH´
positively that groups sought to promote. 
,GRQ¶WOLNHWREHGHVFULEHGDVD>FRQGLWLRQVXIIHUHU@± ,¶YHJRW>WKH
FRQGLWLRQ@EXWWKDWGRHVQ¶WGHILQHP\SHUVRQDOLW\«,GLVOLNHPRVW
labelling. (MH3-member: G) 
,GRQ¶WZDQWP\>FRQGLWLRQ@WREHP\PDMRULGHQWLW\± I want to get on 
with things. (PH15-member: G) 
The majority of the groups organised social activities outside their meetings 
and these sometimes took the form of sporting or other activities, including 
sailing, dancing and camping, that would usually be seen as beyond the 
capacity of people with their condition. These types of activity were sometimes 
undertaken with the express purpose of temporarily throwing off the illness 
LGHQWLW\RU³JHWWLQJDZD\IURPWKH>FRQGLWLRQ@IRUDQLJKW´0HHWLQJV
themselves were also arranged in a way that aimed to provide members with a 
balance between getting the information and support needed to manage their 
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VLWXDWLRQZLWKWKHFKDQFHWRGR³VRPHWKLQJQRUPDODQGKDYHDELWRIIXQ´
through quizzes, games or creative activities that bore no connection to their 
illness.  
6RPHWLPHVZHKDYHDTXL]QLJKW«LW¶VDELWULRWRXVLVQ¶WLW± it gets you 
DZD\IURPWDONLQJDERXWPHGLFDOWKLQJVEHFDXVHZHGRQ¶WDOZD\VWDON
medical. (PH18-key member: I) 
Indeed in a couple of the groups they had arranged activities in meetings in 
which people gave talks and presentations specifically about an aspect of their 
past or present life unrelated to their condition. 
We know each other from our [condition] ± ZHGLGQ¶WNQRZHDFKRWKHU
when we were young and fit, so I said I would do a talk ± mine was 
IXQQ\DQG>QDPH@GLGRQHDERXWDGRSWHGFKLOGUHQ«ZHKDG>QDPH@
who used to play competitive cricket and all these things. (PH15-
member: G) 
7KLV³KROLVWLF´DWWLWXGHGLGQRWRIFRXUVHHQWDLODGHQLDORIWKHLUFRQGLWLRQRUDQ
attempt to hide it from their oZQRURWKHUV¶YLHZ5DWKHUDVGLVFXVVHGDERYH
many members had seen the group as a vehicle that allowed them to be open 
with others about living with it. In fact it appears that prior to this openness 
with others the group could be a means through which to accommodate the 
LOOQHVVZLWKLQWKH³ZKROHSHUVRQ´LQRUGHUIRUPHPEHUVWRFRPHWRWHUPV
themselves with what in some cases was seen as a new self-identity. 
2K\HVWKDWZDVQ¶WWKHSUREOHP± IULHQGVDQGIDPLO\ER\IULHQGVDUHQ¶W
the problem ± ,¶PWKHSURblem ± ,¶PQRWWKHVDPHSHUVRQVXGGHQO\«VR
I wanted to find a way to ask that question  - I knew a bit about self-
help groups  - so it was well ± LWZDVZRUWKDWU\«,KDGWRFRPHWR
terms with this ± µZKRDP,QRZ¶± and the others in the group they 
undersWDQGWKDW¶VUHDOO\KDUGZLWKSHRSOHZKRKDYHQ¶WH[SHULHQFHG
[the condition]. (PH2-key member: I) 
Indeed some groups saw an important part of the support they offered as being 
WRFKDOOHQJHVRPHPHPEHUV¶UHOXFWDQFHWRDFFHSWWKHLUFRQGLWLRQDVDYDOLGSDUW
of their identity in order that it did not, through attempting to disguise it, come 
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to limit how they lived their lives. In some cases it appeared that, through 
continuing to attend the group, those members who did not accept their 
condition wanted to find reason to do so and saw the group as a safe place to 
go through the process of acceptance. 
<RXFDQKDYHWKLQJVOLNHFRYHUW>FRQGLWLRQ@ZKHUHSHRSOHGRQ¶W
[display the condition] openly, so often you get people who are covert 
[sufferers ] come to the group DVZHOO«DQGRWKHUSHRSOHZRXOGVD\µQR
WKDW¶VZURQJ± \RXVKRXOGDOZD\VWU\WRVD\µQR,GR>KDYHWKH
FRQGLWLRQ@EXW\RXPXVWOLVWHQWRPH¶«EHWUXWKIXOWR\RXUVHOI
«>RWKHUZLVH@WKDW¶VJRLQJWRVWDUWSOD\LQJDJDLQVW\RXUFRQILGHQFH. 
(S2-key member: I) 
One ODG\VKHFRPHVKHUHVKHGRQ¶WDFFHSWWKHUHLVQRWKLQJZURQJZLWK
\RXNQRZ>FKLOG¶VQDPH@EXWVKHNQRZVZHVD\DQG>SURIHVVLRQDO@VD\V
you have to accept this ± ZK\\RXZRQ¶WDFFHSWWKLV. (PC5-member: G) 
 
4.8 Summary 
 
Virtually all the groups saw their core purpose as including the provision of 
support to their members. This could take a wide variety of forms including 
sharing information and encouraging participation in social activities. Such 
support, derived through being with people who had undergone similar 
H[SHULHQFHVZDVQHHGHGLQRUGHUWRDGGUHVVPHPEHUV¶IHHOLQJVRILVRODWLRQ
However, as will be expanded upon in the Discussion chapter below, this 
isolation was far more complex than initially appeared, referring less to 
PHPEHUV¶WDQJLEOHVRFLDOQHWZRUNVZKLFKZHUHIUHTXHQWO\ERWKH[WHQVLYHDQG
supportive, than to their distorted sense of self-recognition and social identity.  
7KHJURXSV¶VXSSRUWLQJUROHZDVJURXQGHGXSRQDQXPEHURIHWKLFDOYDOXHV
the interplay between which could be highly complex and that at times 
appeared somewhat contradictory. Again this will be elaborated upon in the 
Discussion section in terms of the process of collective identity formation. In 
short, the groups upheld strong beliefs in the value of solidarity and the 
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collective enterprise of the group, at the same time as that of individual choice 
and self-determination. Whilst they supported the individual as being best able 
to ascertain their own need and advocated a non-judgemental attitude towards 
how this choice was manifested in terms of how members chose to use the 
group, they imposed certain duties on some members and expressed moral 
censure and exasperation with those who were seen to flout core group values. 
This was particularly the case with individuals who were seen to have a 
negative attitude or who failed to take responsibility for their own wellbeing. 
The support offered within the group worked in parallel with their social 
DFWLYLWLHVWKDWDLPHGWRJHWPHPEHUVEDFNLQWR³RUGLQDU\OLIH´DQGWRHQVXUH
WKHLUSDUWLFLSDWLRQLQWKHEURDGHUFRPPXQLW\7KLVUHIOHFWHGWKHJURXSV¶EHOLHI
in having a positive attitude as well as the essential value of social 
relationships. 
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5 Sharing knowledge, information and ideas within the 
group 
 
Introduction 
Until fairly recently literature about self-help groups has tended towards a 
³VWDQGDUGSHUFHSWLRQ´$GDPVHQ	5DVVPXVVHQSRIWKHPDVGLVWLQFW
from and reluctant to engage too closely with public service providers. One of 
tKHPDLQIDFWRUVGLIIHUHQWLDWLQJWKH³WZRdifferent ZRUOGV´:LOVRQ p1) 
that professionals and self-help groups were perceived to occupy was the 
epistemological basis of their systems of knowledge ± self-help groups¶ being 
JURXQGHGRQ³VWRULHV´Rappaport 1994, Borkman 1999 p 20) and experience, 
ZKLOVWSURIHVVLRQDOV¶UHVWHGXSRQWKH³ORJLFR-VFLHQWLILFPHWKRG´%RUNPDQ
p15). The results of this were said to be the frequent mistrust and suspicion of 
expertise (Epstein 1995, Katz 03-4). Over recent years however this view has 
come to be seen as too simplistic (Borkman et al 2009) with commentators 
increasingly acknowledging the diminishing gulf between biomedical and self-
KHOSIUDPHZRUNV*URXSVDUHEHOLHYHGWRKDYHEHFRPH³DGHSWDW«WDSSLQJ
professLRQDONQRZOHGJH´0DGDUDSDQGWHFKQLFDOPHGLFDO
LQIRUPDWLRQLQRUGHUWRERWKIXUQLVKPHPEHUV¶GHWDLOHGXQGHUVWDQGLQJRIWKHLU
condition and also, through amalgamating this with their own, highly valued, 
H[SHULHQWLDONQRZOHGJHEHFRPH³FUHDWRUV´of new forms of knowledge 
(Williams 2004 p435). The data presented in this section will be used to 
illustrate the extent to which current UK groups are acting as providers and 
producers of synthesised knowledge. 
There were a number of discernible strands to the way that the groups shared 
knowledge, however, as with most of the processes occurring within self-help 
groups, these are not mutually exclusive and tend to affect and be affected by 
each other. The first, and most important, way in which groups share wisdom 
is internally, amongst the membership. This information sharing generally 
takes place within group meetings, and, for the vast majority of groups, is 
SULPDULO\FRQFHUQHGZLWKLQFUHDVLQJPHPEHUV¶XQGHUVWDQGLQJRIDQGDELOLW\WR
cope with their health condition or life-situation. To perform this role the 
JURXSVUHOLHGRQDUDQJHRIVRXUFHVLQFOXGLQJPHPEHUV¶H[SHULHQWLDO
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knowledge, professional advice and a variety of literature. Secondly many 
groups saw themselves as informal channels or as parts of networks of, mainly 
but not exclusively local, information. As such the process of sharing wisdom, 
which could be to do with access to services as well as local political issues, 
entailed a two-way process linking the group and the broader community. The 
third way in which groups shared knowledge involved the more formal 
dissemination of information through participation in awareness events, 
FRQVXOWDWLRQVDQGSURIHVVLRQDOV¶WUDLQLQJ&OHDUO\RIFRXUVHVXFKSDUWLFLSDWLRQ
would itself result in information being brought back into the group and would 
thus provide a source of learning to be used within the first two processes. In 
addition to these roles a large number of groups had physically produced their 
own information resources in the form of leaflets, newsletters and libraries. 
These were also being used across all the types of knowledge-sharing in which 
were groups were taking part. 
7KHILQGLQJVLQWKLVVHFWLRQDUHKLJKO\VLJQLILFDQWWRWKHWKHVLV¶WKHRUHWLFDO
DSSURDFK+DEHUPDV¶QRWLRQRIWKHSXEOLFVShere and those concepts on which 
its efficacy relies, for example, communicative rationality and a thriving 
lifeworld in communion with the system, are essentially discursive, dialogic 
processes. Thus the epistemological frameworks of those participating in the 
dialogues will be of fundamental importance with regards to both what gets 
said and the extent to and terms on which it may or may not get heard. 
Associations working effectively within civil society should act to rebalance 
the knowledge differentials that have the effect of excluding poorly informed 
private individuals from engaging in its debates (Habermas 1989). The data 
will therefore also be used to illuminate how far self-help groups allow their 
members to regain the authority to make epistemological claims and speak 
about matters that are often seen to have become monopolised by experts. 
 
5.1 Informing group members: sharing knowledge about health  
 
As indicated above in TDEOHRIWKHJURXSVUHIHUUHGWR³LQIRUPDWLRQ´DV
being their primary or one of their joint primary purposes. Although the 
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PHDQLQJRIµLQIRUPDWLRQ¶FRXOGEHGLIIHUHQWIRUGLIIHUHQWUHVSRQGHQWVFRYHULQJ
things such as practical advice, in nearly all these cases it included a strong 
focus on medical matters. 
 ,W¶VKHDOWKIRFXsed ± not just general chat. (PH7-member: I) 
,W¶VDJURXS««ZKHUHZHFDQGLVFXVV>WKHFRQGLWLRQ@««ZHKDYHD
head to head about [the condition]. (PH16-key member: G) 
Some members cited this type of technical information as being the most 
valuable part of the group. And even amongst those groups that placed less 
stress on information, such as the social and personal growth groups, technical 
knowledge about health conditions that could affect the membership was still 
sometimes seen as important and could thus be the subject of either informal 
conversation or formal presentations from speakers. 
The most useful thing about the group ± for the parents- is the use of 
the resource library. (PC3-member: G) 
The main reason for joining was all the expertise, especially when your 
disease affects only 1 in 10000. (PH12-key member: I) 
The need for groups to provide this type of advice arose from a common 
perception that mainstream services were ill-equipped to effectively furnish 
members with the knowledge they needed throughout their diagnostic or 
treatment processes. This was especially noticed where the shock of being 
diagnosed with a serious condition meant that members were unable to take in 
what they were being told during their short and sometimes one-off 
consultations. 
<RX¶UHVHQWDZD\IURPWKHFRQVXOWDQWZLWKDPLOOLRQTXHVWLRQVEXWMXVWD
sheet of paper ±and it can be a long time before your follow-up 
[appointment]. (PC3-member: G) 
The groups made up for this perceived deficit of knowledge through 
amalgamating information from a number of different sources, all seen as 
valuable in different and usually complementary ways. It was this combination 
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of diverse strands of wisdom that was often seen as the crux of the unique 
quality of support that self-help groups could provide. 
,WKLQN,¶YHOHDUQHGPRUHZLWKVHOI-help than at the hospital ± because 
ZH¶YHDOOKDGSUREOHPVDQGVRPHRQH¶VDOZD\VKDGZKDW\RX¶YHKDG
DQGFDQWHOO\RXDERXWLWDQGLW¶VQLFHWRGLVFXVVWKLQJV««>DQG@ZH
get about every other month we get someone like a dietician or the 
nurse. (PH7±member: G) 
7KHJURXSVWKXVWHQGHGWRVHHWKHPVHOYHVDV³SDUWRIWKHFRQWLQXXP´RIKHDOWK
DQGVRFLDOFDUHVHUYLFHVZKHUHE\WKH\DFWHGDV³DEDFN-XSWRWKH1+6´WKURXJK
providing information in ways that resource limitations meant would not be 
possible from publicly funded providers. As such they believed they were 
benefitting not only their members, but also mainstream services. 
<HVWKH\KDYHWRVXSSRUWWKLVNLQGRIWKLQJ«ZHFDQEDFNWKHPXS\RX
VHH«WKH\FDQVD\WRWKHLUSDWLHQWVµWKHUHLVVRPHRQHRXWWKHUHZKR«
can answer your questions.¶ (PH6-key member: I) 
And it appears, from the fact that over half of the groups had at some stage had 
patients referred to them, that this view may have been shared by many health 
and social care professionals. 
Professional expertise 
There is no doubt that professional expertise was a highly valued source of 
information for most of the groups especially those for physical health 
conditions. Practitioners contributed to group knowledge through attending 
meetings, either as occasional speakers or within an on-going relationship, in 
order to offer advice which could be to the group as a whole or on a one to one 
basis. 
[The specialist nurse] used to come regularly ± VKH¶VEHHQYHUy 
KHOSIXO«VRZLWKDQ\RQHZKR¶VEHHQUHFHQWO\GLDJQRVHGVKH¶OOVSHDNWR
WKHPRQDRQHWRRQHEDVLV«SHUKDSVHYHU\WZRRUWKUHHPRQWKV. (PH7-
member: G) 
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The range of professionals that had acted in this capacity included; GPs; 
consultants; specialist nurses; mental health workers; community nurses; 
health visitors; speech and language therapists; dieticians; pharmacists; 
opticians; dental hygienists; podiatrists and physiotherapists. A small number 
of groups had also had visits from private companies that manufactured drugs 
or specialist equipment. The groups invited expert speakers at a range of 
intervals, with some having them as regularly as every other meeting. Only 
four groups had had no professional input at meetings. In just one of these 
cases this was because such input was felt to be inappropriate. The other three 
groups believed they were currently too small to justify inviting a professional 
but intended doing so in the future. 
 In addition to hosting guest speakers many groups had developed long term 
links with professionals who in some cases were almost seen as part of the 
group. These professionals contributed to knowledge both by attending 
meetings and by working, for example in campaigning, fundraising or 
distributing charitable funds, with group leaders with whom they would share 
their expertise on an informal basis. One physical health group, and 
particularly its two leaders, for example, had worked closely with a speech and 
language therapist for over 20 years. During this period she had kept them 
constantly updated on new research and therapeutic techniques and had 
introduced them to colleagues who specialised in different areas of treatment. 
Another group had worked in a very similar way with a specialist nurse for 
over ten years. One group, which, interestingly, existed to provide its members 
with alternatives to mainstream, biomedical knowledge, had welcomed regular 
input for over five years from health and social care professionals. The 
knowledge these practitioners provided was seen as essential to a thorough 
XQGHUVWDQGLQJRIPHPEHUV¶LOOQHVVDQGLWVUDQJHRIWUHDWPHQWVZKLFKDV
discussed above, allowed them to make informed choices and to be able to 
properly articulate and justify their decisions to others. 
Of course we want to show there DUHDOWHUQDWLYHV«>EXW@ZHZDQW
WKHLULQSXW«ZHDUHQ¶WVD\LQJZHFDQ¶WOHDUQDQ\WKLQJWKHPRUHYLHZV
you have the better you, you know with a complex condition ± and no 
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one fully understands it, but the better you understand it (MH6-key 
member: G) 
A small number of groups reported difficulties in accessing or engaging 
clinical specialists. It is indicative of the weight generally attached to 
professional involvement that these groups were very persistent and sometimes 
went to great lengths to ensure theVHSURIHVVLRQDOV¶LQYROYHPHQW. 
7KHUHVHHPHGWREHUHDOIULFWLRQEHWZHHQXV«ZH¶YHLQYLWHGKHUDVD
speaker about three times now and the last time she came and seemed 
PXFKPRUHIULHQGO\«PHDQG>QDPH@ZRUNHGTXLWHKDUGDWEXLOGLQJ
that relationship because as I say they were quite antagonistic towards 
XV«LWWRRNWZRRUWKUHH\HDUVWRJHWWRWKLVVWDJH. (PH14-key member: 
I) 
7KHH[WHQWRIWKHJURXSV¶OLQNVZLWKSURIHVVLRQDOVPHDQWWKDWPDQ\KDGEHJXQ
WRVHHWKHPVHOYHVDV³SDUWRIWKHFRQWLQXXP´RIKHDlth and social care. 
5HVSRQGHQWVUHIHUUHGWRZKDWWKH\ZHUHGRLQJDVEHLQJD³FRPSOHPHQWWR´RU
DQ³H[WHQVLRQRI´SXEOLFVHUYLFHVDQGJURXSVIUHTXHQWO\H[SUHVVHGWKHGHVLUHWR
ZRUN³LQSDUWQHUVKLS´IRUH[DPSOHWKURXJKWKHUHFHLSWRI³UHIHUUDOV´IURP
health professionals; indeed it could be a source of disaffection when service 
providers were seen to be reluctant to do this. 
Members as knowledge providers 
Despite the emphasis given to expert input into the groups, it was clearly only 
one strand of the knowledge sharing that took place within them. The other 
main source of information was the members themselves. The wisdom they 
contributed took a number of different forms. And, as discussed above, it was 
RIWHQYHU\GLIILFXOWWRSLQSRLQWZKHUH³VXSSRUW´HQGHGDQG³LQIRUPDWLRQ´
began ± a fact probably reflected in the number of respondents who cited 
³VXSSRUWDQGLQIRUPDWLRQ´DVWKHLUJURXS¶VSULPDU\SXUSRVH7KLVEOXUULQJRI
support and information suggests that the knowledge which members were 
bringing to groups was of the experiential type that is traditionally associated 
with self-help groups (Borkman 1999)$QGLQGHHGWKHVKDULQJRI³WLSVDQG
DGYLFH´WKDWWKHPDMRULW\RIJURXSVYDOXHGYHU\KLJKO\ was generally perceived 
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DVDQLQWULQVLFSDUWRIJURXSV¶VXSSRUWing role. Having said this, the data 
encourage a more complex, nuanced view of the ways in which the groups 
interpreted different forms of knowledge. This is indicated by the fact that such 
³WLSV´ZHUHRIWHQJURXQGHGRQGHWDLOHGWHFKQLFDOLQIRUPDWLRQ The blurring and 
amalgamation of biomedical information with wisdom gained through personal 
experience forms a central part of the Discussion at Chapter 9.2.  
/HDGHUV¶µVSHFLDOLVW¶NQRZOHGJH 
The majority of groups acted as repositories of, often quite detailed, medical 
information. This was frequently brought to the group by its key members, a 
few of whom had assumed the responsibility of undertaking extensive 
³UHVHDUFK´LQWRWKHLUFRQGLWLRQ7KHVHOHDGHUVDSSHDUHGWRKDYHDJRRGOHYHORI
knowledge about the biological basis of their illness and its treatment and 
management. 
The Ghupta programme is much more based on neuro-linguistic 
SURJUDPPLQJDQG&%7«WKDWPDNHVLWVRXQGSV\FKRORJLFDOEXWLWLVQ¶W
± LW¶VDZD\RIDOWHULQJWKHSDWKZD\VLQWKHEUDLQ«,WKLQNWKDW¶VWKH
EHVWRQH,¶YHFRPHDFURVVDQGWKHQRIFRXUVHWKHUH¶VORDGVRI
VXSSOHPHQWVDQG\RXNQRZGLHWV««WKHUH¶VQRZDXULQHWHVWWKDW
SURYHV\RX¶YHJRW>WKHFRQGLWLRQ@RUWKHUH¶VDWHVW\RXNQRZDEUDLQ
scan. (PH14-key member: I) 
For three groups this was enhanced further because the leader had been or still 
was a nurse and one of these had specialised in the field that the group 
addressed. 
7KHNH\PHPEHUVHQVXUHGWKDWWKLVLQIRUPDWLRQZDVXSWRGDWHE\³OLDLVLQJ
ZLWKSURIHVVLRQDOVLQDELJZD\´DQGUHDGLQJofficial sources of literature from 
clinical research, national charities and service providers as well as through 
media reports. 
,FRQWLQXHGWRUHVHDUFKP\VHOIDERXWWKHGLVHDVH«WKHELR-chemistry, 
\RXNQRZWKHJHQHWLFV«,W¶VRQO\LQUHFHQW\HDUVWKHscience has 
PRYHGRQ«DWPHHWLQJVDW+2WKHUH¶VDOZD\VDUHVHDUFKXSGDWHEXW
they get really, really technical. (PH12-key member: I) 
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Some had even taken it upon themselves to try out new therapeutic equipment 
in order to report back to the group. 
The vibrDWLRQWKHUDS\«ZHOOWKLVVSHFLDOLVWVD\VWKHUH¶VGHILQLWH
HYLGHQFH««VRDQ\WKLQJOLNHWKDWP\KXVEDQGDQG,JHWYHU\
LQWHUHVWHGLQ«:HFDQVKDUHLW«WHOOWKHPWKHUHVHDUFKWKDW¶VEHHQ
done on it ± and tell them to have a look at it and see what they 
think.(PH3-key member: I) 
In most cases these leaders had developed close ties with a range of specialists 
and were also taking part in numerous consultation panels, strategic groups, 
research projects and clinical trials. Again these links were being used to 
provide groups with a pool of knowledge.  
We drove to meetings in neurology ± we go to all sorts of things and it 
means we are able to  - I mean we get a lot of information ± WKHUH¶VORWV
of things I feed back to [the group]. (PH16-key member: G) 
At first sight these data suggest the possibility that group leaders are essentially 
acting as an extension of or co-opting professional models of knowledge and 
DVVXFKFRXOGEHVHHQWRFRQWULEXWHWRWKHFUHDWLRQRI³OD\H[SHUWV´(SVWHLQ
1995 p408) acting as authorities within self-help groups. However, there was 
no evidence of these leaders holding themselves up as such. Those quoted 
DERYHDOOHLWKHUSULRULWLVHGWKHLUJURXS¶VPXWXDOVXSSRUWIXQFWLRQVDQGWKH
experiential foundations on which they stood, or rated these as equally as 
important as its knowledge sharing role. And they generally appeared to place 
no greater weight on technical information than on the other types of wisdom 
brought by the members. One of the group leaders quoted above went on to 
say. 
7KLVZDVDWRWDOO\GLIIHUHQWNLQGRILQIRUPDWLRQ««WKHUH¶VDORWRI
H[SHULHQFHDQGH[SHUWLVHDQGYDOXHDQGLW¶VQRWDOODERXWXQGHUVWDQGLQJ
the bio-FKHPLVWU\««LWVVNLOOVWKDWDQ\ERG\ZKR¶VORRNHGDIWHU
somebody with [the condition] acquires and passeVRQ«DQGZKDW
sufferers are going through, how they think ± you get to understand 
more. (PH12-key member: I) 
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Another felt that his effort in bringing clinical knowledge into the group served 
the purpose of allowing members to make an informed choice as to whether or 
not to follow a biomedical approach to addressing their condition. 
ZHZDQWWRVKRZSHRSOHZKDWRSWLRQVDUH««WKHUHDUHGLIIHUHQWWKLQJV
there, not just drugs, you know a medical approach ± but other things, 
EXW\RXGRQHHGWRNQRZZKDW¶VWKHUe, and why they want to give you 
that drug or that drug. (MH6-key member: G) 
0HPEHUV¶LQSXW 
The aim to furnish members with adequate information in order for them to be 
able to make the most appropriate choices was also seen as one of the benefits 
of the broader medical knowledge to which most active members contributed. 
As with leaders this information occasionally derived from research or 
OLWHUDWXUHKRZHYHUPRUHRIWHQLWZDVEDVHGRQPHPEHUV¶RZQH[SHULHQFHRI
clinical procedures and treatments. Conversation often focused on the efficacy 
of different procedures or the side effects of drugs. 
>WKHFRQVXOWDQW@ZDQWHGWRJLYHPH«SKRWRG\QDPLFWKHUDS\«ZKLFK
ZRXOGKDYHFRVWVHYHUDOWKRXVDQGSRXQGV«,GLVFRYHUHGIURPWKHVHOI-
help group that the chairman and another member were going to 
VSHFLDOFODVVHVIRU«VRIWZDUHRQWKHFRPSXWHU«DQG,WKRXJKWWKDW,
wanted to spend the money on [that] rather than this treatment that 
might not work and it turned out that I made the right choice 
EHFDXVH«LWKDSSHQHGWRRQHRUWZR of our members who were 
extremely disappointed. (PH8-key member: I) 
Clinical matters sometimes gave rise to broader critiques of medical practices 
DQGKRZWKHVHPLJKWDIIHFWSDWLHQWV¶KHDOWK)RUH[DPSOHLQRQHJURXSWKHSURV
and cons and possible consequences of the increased prescription of Statins 
were discussed at length. At one of their meetings a number of members of this 
group had brought in new self-testing equipment with which they had recently 
been issued and a variety of sources of information about its administration. 
They felt that the advice from different practitioners about the optimum 
frequency of its use was contradictory and confusing. The members used the 
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meeting to weigh up the relative merits of this information based on their 
experience of using the equipment and subsequently to formulate a number of 
questions to take back to their doctors. 
Service providers were sometimes said to present complex information in ways 
WKDWZHUHLQFRPSUHKHQVLEOHWR³QRUPDO´SHRSOH5HVSRQGHQWVUHSRUWHGEHing 
³VHQWDZD\´ZLWKOLWHUDWXUHZLWKQR³EDFN-XS´WRKHOSWKHPWRXQGHUVWDQGLW. 
You get overloaded with information when you get your diagnosis ± 
\RXJHWDOOWKHVHERRNOHWVDQGVWXIIEXWWKHQ\RX¶UHMXVWVHQWDZD\ZLWK
it ± EXWWKHSUREOHPLVLW¶VQRWLQ(QJOLVKDQGLW¶VUHDOO\GLIILFXOWWR
understand and you just end up getting depressed ± \RXFDQ¶W
think.(PC3-member: G) 
This could lead to members becoming confused and frustrated and to a sense 
of having a lack of control over their own fate. Discussions RU³EUDLQVWRUPLQJ
VHVVLRQV´DWPHHWLQJVKRZHYHUHQDEOHGWKHPWR³SXWWKLQJVLQSHUVSHFWLYH´DQG
³JHWEDFNWRUHDOLW\´E\DVFHUWDLQLQJZKDWLQIRUPDWLRQZDVDFWXDOO\UHOHYDQWWR
their circumstances and by helping them to focus on the more positive or 
hopeful DVSHFWVUDWKHUWKDQMXVW³VHH>LQJ@WKHEDG´ZKLFKWHQGHGWRKDSSHQ
ZKHQWKH\ZHUH³RYHUORDG>HG@´ZLWKLQIRUPDWLRQZLWKZKLFKWKH\FRXOGQRW
properly get to grips. This could be especially pertinent when treatments 
involved complex care plans or the interplay of many factors such as diet and 
exercise as well as medication. 
diet is something that is complex and that you need to update on ±you 
FDQ¶WWDNHLQHYHU\WKLQJLQRQHJR«ZKHQ>QDPH@VWDUWHGKHZDVJRLQJ
really over the top when he got his diagnosis and he was reading all 
WKHIRRGODEHOVDQGQRWHDWLQJDQ\WKLQJUHDOO\«,PHDQ>QDPH@LVDORW
better now- DQGKH¶VSXWDORWRIZHLJKWEDFNRQVLQFHKHVWDUWHG
coming to the group. (PH7-member: G) 
The members in this group had used, often light-hearted, stories about their 
own learning processes and experiences to show other members that through 
EHLQJLQIRUPHGDQGXVLQJWKHJURXSDVDVRXUFHRIFRQWLQXDO³OHDUQLQJ´\RX
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FRXOGVRPHWLPHV³JHWDZD\ZLWK´EHLQJVHOHFWLYHLQWKHPHGLFDODGYLFH\RX
followed. 
She gave me a big hug and gave me a four-pack of beer ± WKDW¶VD
>VSHFLDOLVW@QXUVH,PHDQ,VWLOOOLNHWKHRGGSLQW«\RXKDYHWRGR
things in moderation. (PH7-key member: G) 
 
5.2 The scope of experiential knowledge 
 
Tips and advice 
That the preceding subsection followed on from discussions about clinical 
expertise in self ±help groups may suggest that the members saw themselves as 
contributing to this type of expert knowledge through the information they 
shared at meetings. However despite the fact that illness-focused conversations 
ZHUHDFRPPRQIHDWXUHRIWKHJURXSV¶DFWLYLWLHVDQGWKDWWKHPHPEHUVKLSQRW
just group leaders, participated within these discussions, the members, and for 
that matter, many leaders,  clearly did not perceive their input as being in any 
ZD\WHFKQLFDORUVSHFLDOLVWEXWUDWKHUSUHIHUUHGWRIUDPHLWDV³WLSVDQGDGYLFH´
The respondents emphasised that they were not in the position to offer 
³PHGLFDODGYLFH´HYHQWKRXJKDVVWDWHGDERYHPHHWLQJVLQFOXGHGH[WHQVLYH
dialogue about technical medical matters, in particular the use of medications.  
:HMXVWDOOWDONHG«\RXNQRZRQDQRQ-PHGLFDOEDVLV««ZHFDQHYHQ
GLVFUHWHO\VD\µORRNZHNQRZWKHUH¶VWKDWPHGLFDWLRQLI\RXUHDOO\
UHDOO\DUHQ¶WKDSS\ZLWKZKDW\RX¶UHRQZK\GRQ¶W\RXVD\WRyour own 
GP what about this.¶´3+-key member: I) 
:HFDQ¶WJLYHSHRSOHPHGLFDODGYLFH± EHFDXVHZH¶UHQRWPHGLFDOO\
trained ± EXWZHFDQJLYHWKHPZKDW¶VEHVWIRUXV- you know ± ZHGRQ¶W
comment on medication ± WKDW¶VEHWZHHQ\RXDQG\RXU*3-  although 
I¶PQRWRQDQ\PHGLFDWLRQIRUP\EDODQFH± but you tell that to 
VRPHRQHDQGWKH\VD\µZK\DP,¶DQGVR,KDYHWRVD\ZHOO,GRQ¶WNQRZ
± \RX¶YHSUREDEO\JRWDGLIIHUHQWW\SHEHFDXVHWKHUHDUH¶VRI
different sorts of problems of [condition]. (PH17-key member: I) 
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These respondents illustrate the subtle ways that group members sometimes 
GLIIHUHQWLDWHGEHWZHHQJLYLQJDXWKRULWDWLYH³FRPPHQW´RU³DGYLFH´RQ
medication that was grounded on knowing about it in a detached or technical 
sense and broader discussion of medication stemming from the personal 
experience of living with a condition.  
:HFDQ¶WJLYHPHGLFDODGYLFHWKDWZRXOGEHZURQJ««ZHEULQJ
information here about the [condition]  - >WKH\@VD\ZH¶YHOHDUQed 
more here about the [condition] than from all the clinics ± ZH¶OOVD\
µ,¶PRQWKLVRUWKDW¶± WKHQRWKHUSHRSOHVD\µ,¶YHKDGWKDW.¶3+-
member: G) 
*URXSVDOVRVKDUHGSUDFWLFDO³WLSV´RQKRZWKH\KDGFRSHGZLWKWKHLULOOQHVV
This covered matters such as driving, going on holiday or ways to remember 
the dates and times of appointments. In themselves these could be small things 
that would be unlikely to be within the contemplation of health practitioners; 
KRZHYHUWKH\FRXOGKDYHDELJLPSDFWRQPHPEHUV¶DELOLW\WRXQGHUWDNHGD\WR
day activities or to face social situations. 
7KHUHZHUHTXLWHDIHZRIXVVD\LQJµKDVDQ\ERG\HOVHKDGWKLV
SUREOHP¶««,¶GQRWOHDUQHGWRXVHDVWLFNWKLQJVOLNHWKDW± if you 
ZDONDWQLJKWLQDGDUNVWUHHWDQG\RX¶YHJRWDFDUEHKLQG\RXZLWKLWV
headlights on it throws youUEDODQFHRII«RUGRQ¶WVLWRQWKHVHVRUWVRI
chairs ± they move, that can affect you. (PH17-key member: I) 
 
Broadening the application of medical information 
7KHH[SHULHQWLDOEDVLVRIWKLVNQRZOHGJHDQGPHPEHUV¶FRQFHUQWR
FRQWH[WXDOLVHLWZLWKLQWKH³ZKROHSHUVRQ´ZDVFRPPRQO\SHUFHLYHGWREHD
way in which it differed from expert knowledge; 
The NHS is more sort of medical - WKH\FDQWU\WRKHDO\RXEXW«± I 
think self-help ± WKH\¶UHPRUHIRU\RXDVDSHUVRQZKHUHDVWKHKHDOWK
service is more for you as a body. (PH1-member: I) 
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The range of experience within the group and the collective discussion about 
DQGUHIOHFWLRQRQRWKHUPHPEHUV¶FLUFXPVWDQFHVPHDQWWKDWJURXSVZHUHDEOHWR
use their medical knowledge far more holistically than health professionals. 
Members were able to project the effects of clinical procedures onto the 
EURDGHUDVSHFWVRIPHPEHUV¶OLYHV7KLVRIWHQLQYROYHGVKDULQJLGHDVDERXWWKH
psychological impact of available treatments. This was seen to be of 
fundamental importance to a person, and indeed their family, who was learning 
to live with their condition ± yet it was a link which practitioners rarely 
acknowledged. One group described how, despite comprehensive input from 
practitioners about the physical and educational aspects of their cKLOG¶V
condition none had linked this to his and their mental health needs. Another 
group leader stated. 
In fact the link between psychologists and neurologists is very 
SRRU«EXW,PHDQWKHSHRSOHZKRKDYH>FRQGLWLRQ@± the rate of suicide 
is higher, the rDWHRIGHSUHVVLRQLVPXFKKLJKHU«EXWWKDWFRQQHFWLRQ
LVQ¶WPDGH. (PH16-key member: I)  
One leader, with extensive knowledge about the medical side of her condition, 
explained how new procedures, believed by practitioners to have lessened the 
psychological impact of the treatment because of their reduced physical 
consequences, could in fact have the opposite effect. 
The techniques, not to cure it, but to treat it have changed dramatically 
DQGWKHUH¶VOHVVDQGOHVVLQYDVLYHVXUJHU\VRSHRSOHWKDWKDYHKDGD
[episode of the condition] you know now you can come out of hospital 
ZLWKLQWZRGD\VDQGWKHUH¶VQRPDUNV\RXNQRZWKHUH¶VQRVFDUV
EHFDXVHLW¶VDOOGRQHZLWKFRLOWKHUDS\ZKLFKLVSXWWKURXJKWKHJURLQ± 
but having said that people with the coil sometimes suffer more 
SV\FKRORJLFDOO\EHFDXVHWKHLUIULHQGVDQGIDPLO\WKLQNµKH\\RX¶UHRN¶
\HWWKH\¶YHREYLRXVO\KDGDYHU\WUDXPDWLFOLIH-threatening illness and 
WKDW¶VZKDWVRPHRIWKHLUIDPLOLHVILQGGLIILFXOWWRFRSHZLWK. (PH18-key 
member: I) 
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Personalising knowledge  
9LHZLQJRWKHUVDV³ZKROH´SHRSOHPHDQWWKDWWKHNQRZOHGJHVKDUHGE\JURXSV
could be used in a far more tailored way. Members were able to use their own 
history and experience to empathise with others and thus to make sure that 
advice and information was appropriate to their particular personality and 
needs. 
,PHDQKH¶VZKDWDQGEHOLHYHLWRUQRW,FDQUHPHPEHUZKDW,ZDV
OLNHEDFNWKHQ<RXNQRZLW¶VKDUGWRGHDOZLWKZKHQ\RX¶UH\RXQJ
«LWDIIHFWV\RXGLIIHUHQWO\± LW¶VWKHODVWWKLQJ\RX want to hear ± so 
\RXFDQ¶WMXVWJRLQZLWK\RXNQRZµWKLVLVZKDWLW¶OOEHOLNHIURPQRZRQ
± \RXFDQ¶WGRWKLVDQG\RXFDQ¶WGRWKDW.¶ (PH6-key member: I) 
,QWKLVZD\JURXSV¶NQRZOHGJH-sharing role appears to mirror their individual 
focus discussed in WKHµVXSSRUW¶VHFWLRQDERYH. 
This chap we were telling you about ± he went to see the consultant 
WKUHHPRQWKVODWHUDQGKHVDLGµLQVL[PRQWKV¶WLPH\RX¶OObe back as 
\RXZHUHEHIRUH¶QRZRIFRXUVHKHZDVQ¶W«,FRXOGUHDOO\JHWFURVV
about that - ZK\GRQ¶t they say ± µHYHU\ERG\¶VUHFRYHU\LVGLIIHUHQW- 
EXWGRQ¶WORRNIRUPLUDFOHV.¶ (PH18-key member: I) 
Similarly the collective input from participants, at all different stages of an 
illness or medical process, meant that members could be prepared both 
psychologically and practically for what their future held. One of the main 
reasons why the groups were able to provide this more personal and 
appropriate information was because of the long-term nature of the 
relationships amongst many of the members. This allowed them to build up 
NQRZOHGJHDERXWRWKHUV¶FKDUDFWHULVWLFVDQGSHUVRQDOFLUFXPVWDQFHVWKDWZDV
not possible within public services. 
%XW>VHUYLFHSURYLGHUV@KDYHQ¶WJRWWLPHWRUHDGWKURXJK\RXUFDVH
QRWHVWKH\GRQ¶WNQRZ\RXUFKLOGLQGLYLGXDOO\± you know coming along 
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WRVRPHWKLQJOLNHWKLVDQGJHWWLQJWRNQRZRWKHUSHRSOH¶VFKLOGUHQ\RX
JHWWRNQRZWKHNLGV««\RXFDQQRWLFHWKLQJVRUPD\EHMXVWVXJJHVW
something that might be good for that specific child so in some respects 
it can be more beneficial. (PC4-member: G) 
 
5.3 Getting the most from services 
 
Access and availability 
0DQ\UHVSRQGHQWVVWDWHGWKDWDQLPSRUWDQWSDUWRIWKHLUJURXS¶VSXUSRVHZDVWR
provide information about the availability of services and the most effective 
ways to ensure accHVVWRWKHP7KLV³VLJQSRVWLQJ´SRLQWHGLQWZRPDLQ
GLUHFWLRQV)LUVWO\WRZDUGVVHUYLFHVZKLFKZHUHVSHFLILFWRPHPEHUV¶VKDUHG
condition, and secondly to more universal types of welfare benefit. It should be 
noted though that members tended to see this as a continuum of provision all 
of which was relevant to their recovery or self-management and not as two 
distinct categories of information.  This type of knowledge was seen as so vital 
DSDUWRIWKHJURXS¶VZRUNEHFDXVHVHUYLFHSURYLGHUVVXFKDV*3VRIWHQlacked 
such information. 
0\*3GLGQ¶WKDYHDFOXHDERXW± I mean he was brilliant for the fact 
that he gave me a diagnosis but he had no idea how to proceed from 
there. (PH14-key member: I) 
Another member described how before attending the group; 
\RX¶UHjust banging your head against a brick wall trying to find out 
DERXWVHUYLFHV«\RXGRQ¶WKDYHDQ\ZD\RINQRZLQJDOOWKLVZKHQ\RX
get diagnosed ± ,ZRXOGQ¶WNQRZZKHUHWRJRDWDOO. (PC3-member: G) 
Information about service provision was derived from the same sources as 
those from which groups gathered their medical knowledge. Speakers, 
professionals with whom groups had on-JRLQJUHODWLRQVKLSVOHDGHUV¶OLQNVDQG
PHPEHUV¶NQRZOHGJHZHUHDOOYDOXDEOHVRXUFHVRIDGYLFH. 
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To help people find out where the help is ± ZH¶YHKDGSHRSOHIURPWKH
3&7DQGZH¶YHKDGSHRSOHIURP5XVKFOLIIHDQGWKH\¶YHSRLQWHGXVLQ
the right direction ± and outreach, things like that. (PH9-key member: 
I) 
So we have one person ± VKH¶VYHU\JRRGIURPWKHPHQWDOKHDOWK
WUXVW«VKHPLJKWWHOOXVZKDW¶VKDSSHQLQJ. (MH1-member: I) 
Health and education professionals with whom leaders were working on an on-
going basis were sometimes able to provide information about the best routes 
through which to secure a referral to a specialist or to ancillary services such as 
counselling, occupational or speech therapy. The key members in one group 
for example had worked in conjunction with a specialist practitioner in 
producing literature that addressed the lack of awareness about how to access 
comprHKHQVLYHVXSSRUWIRUWKHLUPHPEHUV¶FRQGLWLRQ. 
How to contact her  - PRVWLPSRUWDQWO\KRZWRPDNHFRQWDFW«RQWKH
EDFN>ZHSXW@DOOWKHQDPHVRIWKHHQWLWLHV«WHOHSKRQHQXPEHUVFRQWDFW
GHWDLOVEHFDXVHZKHQSHRSOHDUHILUVWGLDJQRVHG«LW¶VEHFRPHYHU\
obvious to us over the years that they feel totally lost ± µZKDWNLQGRI
PHGLFDODGYLFHLVDYDLODEOHWRXV"¶´ (PH12-key member: I) 
The quote above illustrates that the role of professionals in supplying this type 
of information was elicited in response to the bURDGHUNQRZOHGJHJDLQHG³RYHU
WKH\HDUV´E\JURXSOHDGHUVDQGPHPEHUVWKURXJKKHDULQJDERXWDQGGLVFXVVLQJ
HDFKRWKHU¶VH[SHULHQFHVRIVHUYLFHV$QRWKHUOHDGHUGHVFULEHGWKHGLIIHUHQW
obstacles her members had faced in trying to obtain referrals. She had 
aWWHPSWHGWRDGGUHVVWKLVE\PHUJLQJPHPEHUV¶VKDUHGVWRULHVDQGH[SHULHQFHV
with her own knowledge of the system along with that of an allied 
professional. 
6KH¶VQRZWU\LQJWRJHWFRXQVHOOLQJEXWLW¶VYHU\GLIILFXOWWRJHWWKHULJKW
NLQGRIKHOS«WKHDIWHU-FDUHLVQRWDYDLODEOHEHFDXVHLW¶VQRWSDUWRIWKH
hospital system ± ZH¶GKDYHWREHSDVVHGWRWKHSULPDU\FDUHWUXVW± 
which then comes under mental health. (PH18-key member: I)  
She intended therefore 
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tRSKRQHP\ORYHO\>FRQVXOWDQW@DQGVD\µSOHDVHFDQ\ou give me a 
pointer to point her in the right direction.¶ 
Key members and a small number of regular members were also able to 
address the need for information about services through their input into 
consultation forums, strategic planning bodies and self-management and 
Expert Patient courses. In some cases group members had been involved in the 
planning process through which specialist services had been set up and hence 
had extensive knowledge about where they were located and how they could 
be accessed. One leader had even participated in a council run audit of adult 
social care services. He and his co-key member stated.  
7KHUH¶VDORWRIDFWLYLW\JRLQJRQIRUFDUHUVDORWRIJRYHUQPHQW
LQLWLDWLYHV««ZH¶OOJRWRWKHPHHWLQJVZH¶OOILQGRXWZKDW¶VJRLQJRQ, 
ZH¶OOVKDUHLWZLWKWKHRWKHUV. (PH12-key member: I) 
 
Utilising services 
0HPEHUV¶H[SHULHQFHVZHUHDSDUWLFXODUO\LPSRUWDQWVRXUFHRINQRZOHGJHZLWK
regards to making the best use of services. They provided the means through 
which to make informed comparisons between different routes or different 
providers, and, by presenting the full range of options, meant that members 
were better equipped to address their own individual needs in terms of 
accessing the most appropriate support. 
You get regular suggestions and advice and you know everyone 
accesses different parts of the service so if a parent has an issue 
DQRWKHUSDUHQWFDQVD\WRWKHPµZHOOP\VRQ¶VKDG6($/RU&$0+6RU
you know this or that  - have you tried contacting so and so. (PC4-
member: G) 
7KHLULQIRUPDWLRQZDVRIWHQEDVHGLQWKHLUORFDONQRZOHGJHRIZKR¶VZKRDQG
³ZKDW¶VJRLQJRQ´LQWKHLUFRPPXQLW\. 
We know the district and the area and we know the doctors. (PH9-key 
member: I) 
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,DOVRILQGLW¶VDQLQWHUHVWLQJVRXUFHRILQIRUPDWLRQIURPWKe more 
H[SHULHQFHGPHPEHUV«ZKDWPHQWDOKHDOWKVHUYLFHVDUHDYDLODEOH
«>DQG@WKHUH¶VDORWRIWDONDERXWdoctors and psychiatrists ± who sees 
who and why, who gets referred to who and why. (MH1-member: I) 
Sharing ideas within the group was also seen as a means through which to 
maximise the effectiveness of contact with service providers. This tended to be 
seen as something very constructive rather than potentially confrontational and 
thus in the interests of practitioners as well as members. Members described 
how medical professionals outside the group appeared to be supportive of its 
role in equipping members with information about treatments and referral 
SURFHGXUHVEHFDXVHWKH³WLPHOLPLWHG´FRQVWUDLQWVXQGHUZKLFKWKH\VDZ
patients meant that it was not always possible to recommend the most effective 
RUHIILFLHQWURXWHDQGKHQFHSDWLHQWVZHUHVRPHWLPHVQRWDEOHWR³JHWWKHPRVW
RXWRI´WKHLUDSSRLQWPHQWV2QHUHVSRQGHQWVWDWHGWKDWJURXSGLVFXVVLRQV. 
Give them a chance between visits to chew over the stuff and other 
people chime in and give people the chance to extend ideas and to 
clarify what perhaps they want to say to their GP when they next see 
him ± so you get more out of it and hopefully the services get something 
out of it because they get a better patient. (MH3-key member: I) 
In another group, sympathetic professionals were even enlisted to furnish the 
members with the information to take back out to their practitioners. 
We have a couple of professionals who relate to the group ± WKH\GRQ¶W
tell us what to do ± we tell them, if anything we tell them what we want 
them to do for the group um so I see that as a strength of the group ± it 
can help people well to stand up to professionals you know people who 
DUHFRZHGUHDOO\DIUDLGWRVD\µZHOO,GRQ¶WWKLQN,¶PJHWWLQJZKDW,
really need you know.¶0+-member: I) 
A number of groups also acted as a focal point for information, often from 
local councils or 3rd sector organisations, about training and workshops in 
areas that would enhance service outcomes. In one group members had 
SDUWLFLSDWHGLQHYHQWVDLPHGDWJHWWLQJPRUHRXWWKHLUFKLOGUHQ¶V,QGLYLGXDO
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Education Plans and statementing processes. Others provided information 
about empowerment and basic skills courses that would give their members the 
conILGHQFHWREHWWHUEHDEOHWR³VSHDNXS´DQG³VWDQGXSWR´VHUYLFHSURYLGHUV 
A few groups also helped ensure better and speedier outcomes for their 
members by giving practical assistance with filling in forms and applications. 
This could involve formal help from group leaders and professional visitors or 
collective discussions at meetings. One group member described how this type 
RILQIRUPDOFRQYHUVDWLRQDERXWVXFKSURFHGXUHVZDV³DOZD\VJRLQJRQ´DWWKH
group and was helpful not just in terms of completing applications, but also in 
preparing members for and ensuring they knew what to expect at interviews, 
examinations and other eligibility procedures.  
Welfare and wellbeing 
$QXPEHURIUHVSRQGHQWVIHOWWKDWRQHPDMRUGLIIHUHQFHEHWZHHQWKHLUJURXS¶V
approach and that of mainstream services was that the latter generally had very 
poor links with and information about other welfare agencies and the services 
WKH\SURYLGHG,QSDUWWKLVVWHPPHGIURPWKHLUQDUURZIRFXVRQSDWLHQWV¶KHDOWK
condition which, according to the group-members, tended to result in their 
failure to connect this to broader aspects of welfare. Group leaders however 
tended to see issues, in particular relating to housing and finances, as a crucial 
part of overall well-being and hence of effective recovery and self-
management. 
µ+RZGRZHFODLPEHQHILWV± DUHWKHUHDQ\EHQHILWV"¶««>JURXS
leader] and myself and others have been preaching on about this for so 
long now ± LW¶VVWLOOGLVMRLQWHG± LW¶VQRWMRLQHGXSVR\RXGRQ¶W
necessarily get UHIHUUHGRQ«\RXPD\ZLWKLQWKHFOLQLFDOELWEXWWKDW
ZRQ¶WQHFHVVDULO\FRYHU\RXIRUEHQHILWVRUIRUFDUHUVDOORZDQFHLW
needs to be joined up somehow it all needs bringing together. (PH12-
key member: I) 
Because of this disjuncture members often relied on the information shared 
within their group. 
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Information about other services and entitlement ± LW¶VWKLVW\SHRIVWXII
WKDW¶VVRYDOXDEOHIRUSDUHQWV. (PC3-member: G) 
A few respondents appeared to relate this need for knowledge to even broader 
concepts of empowerment ± improving levels of information in order to 
LQFUHDVHPHPEHUV¶VHOI-efficacy, confidence and control over their own fate in 
the face of the greater power of the mainstream system. 
0D\EHLW¶VQRWMXVWPHQWDOKHDOWKSDWLHQWVEXW\RX¶UHYHU\vulnerable 
actually because they have all the information ± \RX¶UHMXVWVLWWLQJ
there and asking ± LW¶VWKHVDPHDWWKHMREFHQWUHVDQGLWFDQEHWKH
same with health I think. (MH1-member: I) 
As with other types of information, groups addressed this need for knowledge 
about ancillary services through a number of channels. Leaders used their 
³\HDUVRIH[SHULHQFH´WREXLOGXSDUHVHUYRLURINQRZOHGJHDERXWIRUH[DPSOH
³KRZWRJHW\RXUVHOIIDVW-WUDFNHG´IRUDOORZDQFHVDQGEHQHILWVWKDWZHUHRI
vital importanFHLQOLJKWRIWKHLUPHPEHUV¶SDUWLFXODUFRQGLWLRQ2WKHUVNQHZ
where to access relevant leaflets and magazines that would provide the group 
with the knowledge it needed. In some cases leaders had even produced their 
own literature containing extensive information about welfare benefits. 
However again this type of resource became most valuable within the context 
of group discussion and reflection; 
3HRSOHFDQVZDSLQIRUPDWLRQDERXWEHQHILWHQWLWOHPHQW«LW¶VYHU\
much about exchange of information and it can be from anybody not 
just from the one or two [leaders] who bring in the leaflets and 
PDJD]LQHVEXW\RXNQRZEHFDXVHLW¶VDYHU\LQIRUPDOJURXSSHRSOHVay 
µZHOO,KHDUGWKDWVRDQGVR - GR\RXNQRZDQ\WKLQJDERXWLW¶DQG
somebody might or might not, somebody might at least find out about 
it. (MH1-member: I) 
Personal links with other agencies were a very valuable route to accessing this 
sort of information. Leaders referred in particular to their contacts at local 
councils and in 3rd sector organisations as a means through which they could 
find out what members needed to know. 
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So we have vast amounts of information and links now with a lot of 
organisations you know for signposting. (PC3-key member: G) 
Framework and Open Door organise meetings about benefits with 
someone who knows all the ins and outs and we exchange 
LQIRUPDWLRQ««,NQRZWKDW2SHQ'RRUDUHJRLQJWRJHWRQHRIWKHLU
ZRUNHUVWRFRPHDQGJLYHDWDONDQG,¶YHKHDUGKLPWDONEHIRUHDQG
KH¶VYHU\JRRG. (MH1-member: I) 
As discussed at Chapter 4 above, groups placed a great value on social 
SDUWLFLSDWLRQDQGLWVUHODWLRQVKLSWRPHPEHUV¶ZHOO-being, and as a result of this 
they valued information about the availability of and eligibility for transport 
services. A few groups had invited speakers to advise them about transport 
issues and in at least four groups, members participated in council run 
disability transport forums which provided a useful source of knowledge to be 
brought back and shared at meetings; 
7KHYDVWPDMRULW\RIJURXSVDOVRSHUFHLYHG³FRQWLQXRXVOHDUQLQJ´DVSDUWRI
their broader, more holistic conception of health and well-being and to this end 
saw their role as providing information about educational and training 
opportunities as an important resource for members to tap into. In some cases 
it was the venue itself, in particular for those groups that met at community 
centres or community organisations such as Self Help Nottingham, through 
which they were able to access this information. And again this was an area in 
which leaders had developed links that enabled them to find out what was 
available and accessible for their group. A number of members had used this 
information to take up courses in various skills including volunteering, 
personal empowerment, English language and IT. 
 
5.4 Summary 
 
The dissemination and sharing of knowledge was part of the primary function 
of the majority of groups. Key to this role was the range of sources from which 
groups obtained their information and its subsequent amalgamation into a 
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unique form of wisdom iGHDOO\WDLORUHGWRWKHIXOILOPHQWRIWKHJURXSV¶JRDOV
The theoretical implications of this fusion of different forms of knowledge are 
given full consideration in the Discussion chapter below and so only a brief 
summary of the key findings is included at this stage. 
The respondents placed great value on expert knowledge with only one group 
seeing professional input as inappropriate. Groups made use of both one-off 
and long-term links with practitioners and had relationships with a wide 
variety of service providers including those from welfare, social service and 
local authority bodies as well as specialists in their own condition. In this they 
reflect their broader approach to wellbeing than that generally followed by 
health services and illustrate their responsiveness to the actual needs of patients 
which went far beyond the need for information on clinical matters.  
The information that was obtained from professionals was not simply 
reproduced or uncritically disseminated by the groups but, through a process of 
conversation, reframed and applied in light of the knowledge that arose from 
PHPEHUV¶RZQH[SHULHQFHVRIWKHLUFRQGLWLRQORFDOVHUYLFHVDQGDYDLODEOH
treatments. Respondents tended to conceive of their own knowledge, even 
when this was highly technical in nature, as qualitatively different to that of 
professionals - frequently making subtle distinctions between knowledge that 
was arrived at in different ways, that was being used to serve different ends or 
that furnished the same ultimate goal but via a different route or method. 
Knowledge brought to the group from any source was reinterpreted in light of 
all the available strands of information thereby giving rise to a process of 
knowledge creation. The groups could then apply this in ways that reflected 
the difference in emphasis between themselves and mainstream providers. This 
ZDVPRVWQRWDEO\LQWHUPVRIWKHJURXSV¶FRQFHUQZLWKWKH³ZKROHSHUVRQ´DV
an individual as opposed to the more disembodied view of treatments and 
symptoms that tended to prevail within the medical establishment. By feeding 
this knowledge back into health care agencies through helping members to 
JDLQWKHFRQILGHQFHWREHWWHUDUWLFXODWHWKHLUQHHGVWKHJURXSV¶XQLTXHIRUPRI
wisdom was also seen as benefitting the system and bringing practitioners into 
a more communicatively rational dialogue with patients. 
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0HPEHUV¶ZHUHHQFRXUDJHGWREULQJXSLQGLYLGXDOH[SHULHQFHVRIVHUYLFHVDQG
treatments at group meetings and at times this contributed to wide-ranging 
debate about health and social care policies and practice. In this way the 
JURXSVZHUHIXOILOOLQJWKH+DEHUPDVLDQLGHDRIJUDVVURRWVDVVRFLDWLRQV¶UROHLQ
civil society as making use of personal stories and experiences as a means of 
bringing life and meaning to broader political issues and thus promoting 
engagement in their debate.  
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6 Sharing political information 
 
Introduction 
The information sharing discussed above examined that which concerned 
PHPEHUV¶KHDOWKDQGJHQHUDOZHOO-being. In this section the focus will be on 
self-help groups as sites of broader political communication. Over recent 
decades there has been a pervasive sense of decline in the quality of political 
discourse that is, or should be, the life-blood of the public sphere (Habermas 
1989, Benhabib 1992, Alexander 2006). Habermas in particular has observed 
how phenomena such as the mass media, consumerism and the domination of 
experts have tended towards a depoliticised culture and dumbed-down political 
discourse in which people are concerned only with their own fate rather than 
with the communicative rationality entailed in the search for consensus about 
broader ethical issues or universal moral principles.  The findings will be used 
to examine the extent to which such a view applies to self-help groups or 
whether, on the contrary, they have something positive to contribute to 
political debate in the public sphere through augmenting the quality and 
complexity of information on which political opinion rests, stimulating the 
discussion of new ideas and encouraging the participation of a broad range of 
voices. 
 
6.1 The politics of health and social care 
 
The majority of groups did not describe their purpose as entailing political 
activity and neither did many see themselves as being engaged in political 
conversation or information-sharing. Indeed three respondents specified that 
WKHLUJURXSZDVQRWDQDSSURSULDWHIRUXPIRUGLVFXVVLRQDERXW³SROLWLFVRU
UHOLJLRQ´DQGRWKHUVVWDWHGWKDWWKH\WULHGWRDYRLG³DQ\WKLQJWRRSROLWLFDO´DQ
attitude especially prevalent amongst groups affiliated to national charities. It 
DSSHDUVKRZHYHUWKDWWKH\PD\KDYHEHHQUHIHUULQJWR³3ROLWLFV´UDWKHUWKDQ
³WKHSROLWLFDO´0RXIIHFLWHGLQ'DKOJUHQSGLVWLQJXLVKHVWKHVH
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and the latter as a far broader notion encompassing the complex of social 
UHODWLRQVDQGHWKLFDOFKRLFHVZKLFKGLUHFWO\DIIHFWSHRSOH¶VOLYHV$QGPRVW
groups, including some of those referred to above, did indeed act as channels 
of information about such ethical matters as well as about the political issues 
underlying both the treatment of their condition, and health and social care 
services more generally. This ambiguity reflects the complexity and 
DPELYDOHQFHLQJURXSV¶Dttitudes towards political conversation. Whilst in 
some groups there was no express prohibition of any topic, in others, group 
leaders stated that sharing political ideas at meetings was acceptable as long as 
it was directly relevant to the members. And in a few groups it appears that 
whilst some types of subject were up for discussion this could be coupled with 
a reluctance to engage in party political arguments or controversial and topical 
ethico-political debates.  
,ILW¶VUHOHYDQWWRZKDWSHRSOHQHHGWRWDONDERXW\RXNQRZLIWKH\VD\
µ,¶PZRUULHG, am I going to be forced back to work"¶ That sort of thing 
well that is relevant - LWLVQ¶WSROLWLFVDVVXFKSROLWLFVZHUHDOO\UHJDUG
as you know, oh this government is this or that, rather than things that 
DFWXDOO\DIIHFW\RX«KRZLW¶VJRLQJWRDIIHFWWKHPSHUVRQDOO\. (MH3-
key member: I) 
A few group leaders saw it as part of their role to gather political knowledge in 
order to share it at meetings. Leaders often gained their understanding of the 
SROLWLFDOLVVXHVXQGHUO\LQJWKHLUPHPEHUV¶KHDOWKFDUHWKURXJKERWKWKHLURZQ
research and their extensive involvement in meetings, conferences and 
consultations; 
There was a lot of legalese, a lot of government initiatives ± so if I go 
to a PPF conference - DQGWKHUH¶VORWVRIWKHPJRLQJRQ± and I go to 
WKHQH[W>JURXS@PHHWLQJ«,¶OOVD\«<RXNQRZµGLG\RXNQRZWKDW
so and so.¶ (PH12-key member: I) 
Most members appeared to appreciate the opportunity to access this type of 
information, which, without the group, may not have been available. 
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And the changes ± WKHUH¶VDOZD\VVRPHDFWFRPLQJRXW«,GRQ¶WNQRZ
ZKHUH,¶GKHDUDERXWLWLILWZDVQ¶WWKURXJKWKH\DUHDEOHWREULQJLQ
SXEOLFDWLRQVWKLQJVOLNHWKDW«FKDQJHVLQWKHODZVIRUEHQHILWVWKDW¶VD
big question ± there are big changes looming. (MH1-member: I) 
Whilst there was no wish for political discussion to become their core purpose, 
members across a range of groups were often keen to use the knowledge 
shared at meetings to engage in this type of conversation. They appreciated the 
group as a resource for a variety of political knowledge, which could enhance 
WKHLUXQGHUVWDQGLQJRISURFHVVHVWKDWDIIHFWHGWKHPDQGWKDWDWWLPHVFRXOG³JHW
\RXWKLQNLQJ´DERXWWKHLUFRQGLWLRQZLWhin its broader socio-economic context. 
In one of these groups, following a lengthy discussion, in large part made 
SRVVLEOHE\WKHOHDGHU¶VH[WHQVLYHNQRZOHGJHDQGWKHRQ-going input of 
professional visitors, about local welfare and education processes, the members 
went on to debate public spending cuts, their effects on local services and the 
GLVSURSRUWLRQDWHLPSDFWWKH\KDGRQ³GHSULYHGFRPPXQLWLHV´VXFKDVWKHLU
own.  In another group a key member who participated on a NICE committee 
stated. 
,W¶VDFKDQFHWRJHWWROHDUQZKDW¶VJRLQJRQEHKLQGDOOWKHFORVHG
doors ± why the decisions get made  - because otherwise how do [the 
members] get to hear about why this or that is happening ± why these 
changes are being made. (PH14-key member: I) 
Group leaders generally seemed to have high levels of awareness about current 
political ideas, priorities and terminology in health and social care. This was 
especially so with regard to patient and service user involvement. 
1RZWKH\¶YHJRWWREHDZDUH± with Lord Darsai ± HYHU\WKLQJ¶VJRWWR
be patients ± we can get in there. (PH17-key member: I) 
Activity which is forcing councils to put people first which is going to 
FKDQJHWUDQVIRUP«WKHZD\FDUHUVDUHIXQGHG«KRZWKH\LPSOHPHQW
the PPF, how they should implement direct payments. (PH12-key 
member: I) 
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There appeared to be an awareness of the importance of labels and definitions 
and the types of bodies that may play a part in shaping these. Some leaders saw 
WKHJURXSDVDZD\WRLQFUHDVHPHPEHUV¶XQGHUVWDQGLQJRIWKHsubtle ways in 
ZKLFKDFRQGLWLRQ¶VFODVVLILFDWLRQFRXOGDIIHFWWKHDWWHQWLRQDQGUHVRXUFHVLW
received, and through gaining understanding of the political structures that 
were responsible for such processes this knowledge could be an additional 
source of empowerment for groups.     
The WHO has designated it as a major neurological illness ± even the 
British government have designated it as a major illness that has a 
VHYHUHLPSDFWRQSHRSOH¶VOLYHV. (PH14-key member: I) 
Health are way behind City Council in FRQVXOWLQJZLWKFDUHUV«DQG
WKHUH¶VDYHU\ILQHOLQHEHWZHHQKHDOWKDQGFDUH««SHRSOHPLJKWQHHG
DOOWKHFDUHLQWKHZRUOGEXWWKHUH¶VQRIXQGLQJIRUWKDW- so you need 
to really understand the health issues to tailor the health issues to the 
questions on the questionnaire  - but the panel will all say µWKDW¶VQRW
KHDOWKWKDW¶VFDUH¶ DQGVRXQOHVV\RX¶UHFU\VWDOFOHDULQ\RXUPLQGDQG
can say µQRLW¶VKHDOWKEHFDXVH[\]¶ (PH12-key member: I) 
 
Public funding of health and social care 
A number of group leaders had extensive awareness about both national and 
local funding issues that could affect services for their condition. 
I was having a dig at the underspend on [the clinical area] in Greater 
Nottinghamshire in comparison with other parts of the country. (PH16-
key member: G) 
The groups shared ideas about the ways in which funding levels had an impact 
both on local services and also on the input professionals were able to have in 
groups such as theirs. In fact this information sometimes came from the 
professionals with whom they were linked. Their discussions about the effects 
RIUHGXFWLRQVLQVHUYLFHV¶IXQGLQJLQFRUSRUDWHGWRSLFVVXFKDVZHOIDUHEHQHILWV
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prescribing, after-care and diagnostic practices as well as more strategic 
matters such as changes in staffing levels. 
/RVLQJWKLQJVOLNHFDUHUV¶DOORZDQFHDWUHWLULQJDJH± ZHWKLQNLW¶V
DEVROXWHO\GLVPDO«QRWKLQJVXSSOHPHQWVLW± they are taking away 
QHDUO\LQFDUHUV¶DOORZDQFH. (PH12-key member: I) 
The specialist team now works very differently and they have to 
DFFRXQWIRUDOOWKHLUWLPH«WKHUH¶VMXVWWKUHHQXUVHVQRZFRYHULQJ
clinics - RQHKDVJRQHRQPDWHUQLW\OHDYHDQGWKH\¶UHQRWILOOLQJKHU
post. (PH7-key member: G) 
A few group leaders had also equipped themselves with statistical information 
that was relevant to the treatment of and funding for their condition. 
I mean the people who have [the condition] the rate of suicide is much 
KLJKHUWKHUDWHRIGHSUHVVLRQLVPXFKKLJKHU«WKHUHDUHGHDWKV
a year in [the condition] which is more even than diabetes deaths and 
\HWLWLVQ¶WUHFRJQLVHG«LWGRHVQ¶WJRGRZQDV>WKHFRQGLWLRQDVWKH
cause of death]. (PH16-key member: I) 
And whilst this type of knowledge may have been primarily utilised in political 
or consultation forums it was also clearly a topic of conversation within groups 
ZKHUHWKHTXDQWLWDWLYHGDWDZHUHEXWWUHVVHGE\VWRULHVRIPHPEHUV¶RZQ
experiences.  
There must be at least 500 people in the country with it, but a lot still 
go undiagnosed and will die or end up in mental hosSLWDO«P\VLVWHU
had [the condition] but her death certificate just says liver failure ±and 
I think that happens a lot ± ,¶YHKHDUGWKDWDORW- µWKDWKDSSHQHGWRP\
mum or my dad or my cousin.¶ (PH6-key member: I) 
Groups provided the means by which to make comparisons between different 
facilities, practices and public services. This was frequently at a local level 
with members using group meetings to discuss different doctors, hospitals or 
procedures within their area. This provided a greater insight into the 
MXVWLILFDWLRQDQGUDWLRQDOHIRUSURIHVVLRQDOV¶GLYHUVHSUDFWLFHV. 
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)URPWKHJURXS¶VSRLQWRIYLHZLW¶VKDUGWRVHHZKHUHWKHSULRULWLVDWLRQ
KRZWKHSULRULWLVDWLRQLVPDGH«KRZWKDW¶VGHFLGHG«WKHUH¶VDORWRI
talk about doctors and psychiatrists and who sees who and why ± 
because things are not usually explained ± WKHUH¶VDUHDVRQEXWLW¶VQRW
normally communicated. (MH1-member: I) 
Furthermore they were able to build a picture of the national and even 
international health and social care context. This was firstly through their 
membership which, for many groups, extended way beyond their supposed 
boundary to include participants from the entire East Midlands and even South 
<RUNVKLUHDQG/DQFDVKLUH6HFRQGO\VRPHZHUHOLQNHGYLDWKHLURZQRURWKHUV¶
websites which often gave rise to discussions with people throughout the 
whole of the United Kingdom and even internationally. This gave members the 
chance to compare the availability and quality of services which at times might 
feed into broader, high profile public debates. 
7DONDERXWDSRVWFRGHORWWHU\«WKHOLVWRISHRSOHZKRFDQJHWIUHH
SUHVFULSWLRQVZDVGUDZQXSLQWKH¶V± really! ±it depends on what 
SDUWRIWKHFRXQWU\\RXOLYHLQ«,WKLQNDOOWKHPHPEHUVZRXOGWHOO\RX
something totally different. (PH6-key member: I) 
This type of idea was often shared through participation in conferences, events 
and workshops organised by or through the national charities to which the 
groups were affiliated. All the national organisations funded regional and 
national meetings at which key members were able to learn from each other 
and gather information that could furnish local discussions about the respective 
quality of services and the extent to which national policy was being 
implemented locally. 
I think the main tKLQJLVZKHQ\RXJRWREHGLDJQRVHGLW¶VDRQH-stop-
VKRSZKHUHDVLQ1RWWLQJKDP\RXKDYHWRJRWR\RXUGRFWRU«\RXKDYH
to do it yourself. (PH8-key member: I) 
6RPHDUHDVKDYHVSHFLDOLVW>FRQGLWLRQ@XQLWVEXWZHKDYHQ¶WJRWRQH
KHUH«HYHQWKRXJKWKH1,&(JXLGHOLQHVFDPHRXWLW¶VVWLOOSDWFK\. 
(PH14-key member: I) 
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6.2 Broader socio-political debate 
 
Discussions about the adequacy of provision and funding for condition-
specific services could occasionally lead to more general critiques of 
economic, health anGVRFLDOSROLFLHV$WRQHJURXS¶VPHHWLQJFKDQJHVWRWKH
ZD\VLQZKLFKDPHPEHU¶VWUHDWPHQWZDVEHLQJSURYLGHGUHVXOWHGLQDZLGH-
ranging conversation about imminent developments in the NHS. Members 
ZHLJKHGXSLGHDVVXFKDVWKHQHHGIRU³HIILFLHQF\LQWKH 1+6´DJDLQVWWKH
GDQJHUVRILQWURGXFLQJ³SURILWDVDPRWLYH´IRUSURYLGLQJVHUYLFHV0HPEHUV
discussed their fears and anger with certain policies, but also raised issues 
DERXWZKLFKWKH\IHOWSRVLWLYHIRUH[DPSOHWKHSRVVLELOLW\RILQFUHDVHG³ORFDO
contURO´0HPEHUV¶LQGLYLGXDOVWRULHVFRXOGDWWLPHVUHYHDODFRQFHUQZLWKIDU
broader values underlying health and social care policies. A member of one 
group for example had been continuing to claim free prescriptions when his 
condition was no longer covered by this entitlement. The group had talked 
about this in ways that clearly had a bearing on universal principles such as 
MXVWLFHDQGIDLUQHVV,QWKHVDPHJURXSDQRWKHUPHPEHU¶VVLWXDWLRQUDLVHG
issues about power disparity in health structures. 
The girl I told you about down South ± she got so badly disabled  - the 
opticians, two years ago, saw Kayser ±Fleischer rings and the 
FRQVXOWDQWVDLGµ,¶PQRWKDYLQJDQ\RSWLFLDQWHOOPHP\MRE.¶3+-key 
member: I) 
A few groups also talked about broader political and economic issues. Again 
WKLVXVXDOO\IROORZHGRQIURPPHPEHUV¶QDUURZHUFRQFHUQVHLWKHUDV
LQGLYLGXDOVRULQWHUPVRIWKHJURXS¶VIXQFWLRQLQJ)RUH[DPSOHGLVFXVVLRQV
about the loss of funding for their own groups led members to reflect on the 
national political economy. 
I think in October government is cutting, cutting money ± everything 
will be cutting ± SHQVLRQV«EHQHILWVLVYHU\ELJSUREOHP. (MH4-
member: G) 
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The groups talked about a plethora of issues including the fairness of museum 
entry charges, fuel duty increases, inflation and public transport. One leader 
described how the members of her group, who until attending it had lacked the 
FRQILGHQFHRUNQRZOHGJHWRVSHDNXSDERXWSROLWLFDOLVVXHVZHUHQRZ³OLNH
VSRQJHV´LQWKHLUNHHQQHVVWRDEVRUEWKe information and ideas being shared. 
7KH\GLVFXVVHGD³UHDOO\ZLGHUDQJH´RISROLWLFDOLVVXHVIURPORFDOJRYHUQPHQW
WRWKHUROHRIWKHVWDWHLQZHOIDUHSURYLVLRQ,VVXHVUHODWHGWR³\RXWK´LQ
particular crime and unemployment, were a particular concern. 
The real issue for the kids these days aint gangs and that, well yeah I 
NQRZWKH\DUHDELJSUREOHPLQVRPHDUHDVEXWLW¶VMREVLW¶VDOOGRZQ
to jobs, if these kids aint got jobs - P\VRQLQODZKH¶VZRUNHGDOOKLV
OLIHKH¶VDKDUGZRUNHUEXWLIKHGRQ¶WJHWVRPHWKLQJVRRQ\RXNQRZ
you give up hope. (MH5-member: G) 
WH¶UHWU\LQJWRFOHDQXSWKHDUHDZLWKWKH\RXWKVDQG
HYHU\WKLQJ«FULPLQDOWKLQJVJUDIILWLDQGJDQJVDQGWKDW«VR,UHDG
>WKHLQIRUPDWLRQ@WRWKHPDQGWKLVROGZRPDQVD\VµZHOOWKDW¶VLWWhen 
watch your purses.¶ (PH11-key member: I) 
A few groups also acted as forums for discussions about the fairness of broad 
political priorities, in particular the pressure on groups such as their to attract 
ethnic minority members when this was not necessarily something over which 
they had control, and the perceived elevation of ethnic issues over disability or 
other areas of need. 
7KHUHZDVQ¶WPXFKHPSKDVLVRQGLVDEOHGSHRSOH± it was all channelled 
WRZDUGVWKHHWKQLF%0(DQGZHVWDUWHGVD\LQJµDQGZKDWDbout all the 
GLVDEOHGSHRSOH¶DQG,PHDQQRWMXVWXVWKHUHZHUHRWKHUGLVDEOHG
groups as well. (PH16-key member: G) 
 
Cultural politics 
Ethnicity and community relations, in particular between Asian and white 
populations, were a concern for some groups at a broader cultural level. A 
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number of groups had tried to engage local ethnic communities, but been 
largely unsuccessful in doing this. 
7KHUH¶VDIDLUDPRXQWRI$VLDQSHRSOHZLWK>WKHFRQGLWLRQ@«WKH\WHQG
QRWWRJHWLQYROYHG«ZHPHHWDWWKHFOLQLFEXWWKH\GRQ¶WUHDOO\VSHDNWR
XVGRQ¶WGLVFXVVDQ\WKLQJ. (PH12-key member: I) 
This had resulted in group discussions around Asian culture that led in turn 
onto ideas about freedom of expression and the right to speak about issues 
connected with race. One group, whose small core of regular members 
included one Asian and two black people, had gone to great lengths to engage 
the local Pakistani population. They believed that their failure to do so was due 
WRWKLVFRPPXQLW\¶VUHJUHVVLYHFXOWXUDOWUDGLWLRQV. 
There are a lot of Asian people with [the condition] but the women in 
SDUWLFXODUZRQ¶WFRPHWRWKHJURXS± ZHWKLQNLW¶VWKHLUFXOWXUH«DORW
RI$VLDQPHQDUHQ¶WKDSS\IRUWKHLUZLYHVWRJRWRDJURXSOLNHWKLV«
WKH\GRQ¶WPL[HYHQWKHLUFKLOGUHQGRQ¶WPL[. (PH7-member: G) 
)XUWKHUPRUHWKH\IHOWWKDWHWKQLFPLQRULWLHVFRXOGDWWLPHV³XVHSROLWLFDO
FRUUHFWQHVV´WRPDLQWDLQWKHLUVHSDUDWLRQIURPWKHPDLQVWUHDPFRPPXQLW\DQG
WKDWJURXSVOLNHWKHLUVZHUH³SXWLQWRWKHSRVLWLRQZKHUH\RXFDQ¶WVD\
DQ\WKLQJ´DERXWWKHVHLVVXHVGXHWRWKH³IHDURIPLQRULWLHVDQGRIDUDFLVP
VOXU´,QWHUHVWLQJO\WKHHWKQLFPLQRULW\JURXSVWKHPVHOYHVGLVFXVVHGVLPLODU
concerns with regards to the internal politics and power structures on which 
their culture was based. There was felt to be prejudice against conditions such 
as disability and mental illness which meant that women in particular were 
reluctant to be open about them. This was compounded by the close-knit 
nature of the community.  
7KHUHLV0XVOLPZRPHQ¶VFHQWUH«>EXW@VRPHSHRSOHWDONabout 
\RX«VRZHGRQ¶WZDQWWKLV«>WKH\@ZLOOJRDQGWDONWRVRPHRWKHU
person ± RWKHUVWKH\PLJKWWDONWRVRPHQHLJKERXURUWRVRPHIDPLO\«
,QRXUFRPPXQLW\WKH\GRQ¶WXQGHUVWDQGRXUVLWXDWLRQOLNHµPHQWDO
KHDOWK¶± HYHQWKHKXVEDQGGRQ¶WXQGHUVWDQG. (MH4-member: G) 
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In one group the members similarly described how they could be reluctant to 
DFWLQWKHLURZQRUWKHLUFKLOGUHQ¶VEHVWLQWHUHVWVIRUIHDURIFRPPXQLW\FHQVXUH. 
What will others think, what will family think. (PC5-key member: G) 
They described how it was usually women who were blamed for the problems 
DVVRFLDWHGZLWKWKHLUFKLOG¶VGLVDELOLW\$QGWKH\IHOWWKDWWKHUHZDVSUHMXGLFH
against disabled children who were not accepted as full members of the 
community. Coming to the group clearly gave these respondents the freedom 
to discuss these issues in ways that would not have been possible in their own 
FRPPXQLW\IRUXPV$QGWKURXJKUHFDVWLQJPHPEHUV¶FRQGLWLRQDV³PHQWDO
KHDOWK´RU³GLVDELOLW\´UDWKHUWKDQPDWHUQDOGHILFLHQF\WKHJURXp had given 
them a whole new conceptual framework through which to understand and talk 
about their condition, thus providing the means to effectively articulate a 
challenge to the entrenched attitudes within their communities. These findings 
not only contradict views such as that of Borkman (1999 p.ix) that dichotomise 
³ORJLF-VFLHQWLILFNQRZOHGJH´DQG³SHUVRQDOH[SHULHQFH´EXWJRIXUWKHUHYHQ
than those authors who acknowledge the use of technical information within 
self-help groups as a means to managing the physical aspects of a condition 
(Kush-Goldberg 1979, Radin 2006, Madara 2008). In the cases discussed 
above, scientific, biomedical knowledge was being used by members not only 
for practical ends, but in order to reinterpret their own subjective experience 
and reframe their personal, self-identity. 
Broadening Horizons 
Many of the groups talked about their meetings as spaces in which members 
ZHUH³EURDGHQLQJ>WKHLU@KRUL]RQV´7KHLQIRUPDWLRQDQGLGHDVGLVFXVVHGLQ
this section were not generally approached from a political angle, however 
they included subjects such as environmental conservation and international 
poverty that have great political significance and their diversity was said to 
H[SDQGPHPEHUV¶³ZRUOGYLHZ´E\H[SRVLQJWKHPWRNQRZOHGJHand ideas that 
were beyond their usual experience. 
,QWHUHVWLQJPHHWLQJVDERXWVXEMHFWVWKDW\RX¶GQHYHUKHDUGEHIRUH. 
(PH9-key member: I) 
137 
 
7KLQJV\RXZRXOGQ¶WKHDUDERXWRUHYHQWKLQNDERXWLILWZDVQ¶WIRUWKH
group. (PH17-member: G) 
*URXSV¶FRQYHUVDWLRQVabout novel topics came in some cases from members 
themselves who gave talks about different aspects of their lives. 
3HRSOHKDYHJRWRWKHUOLIHH[SHULHQFH\RXNQRZ« «ZHKDYHRWKHU
LQWHUHVWV«>QDPH@GLG>DWDON@DERXWDGRSWHGFKLOGUHQ. (PH15-member: 
G) 
They also arose from the huge variety of invited speakers that groups 
employed. One of the most popular subjects was history ± this was frequently 
local, but also included national and international themes. Speakers had talked 
about World War 2, the history of the theatre and the history of Africa. In 
addition groups had visited a number of historical sites such as Newstead and 
Calke Abbey and had followed these with related articles in newsletters, for 
example about Lord Byron and DH Lawrence. One respondent described how 
these historical talks helped the group to contextualise and reflect upon their 
current situation. 
:HKDGDVSHDNHU«VKHWDONHGDERXWWKHGLIIHUHQFHVEHWZHHQWKHQDQG
now ± pointing out the different attitudes and what we have to cope 
with now WKDWZHGLGQ¶WWKHQDQGYLFHYHUVD± ZKDW¶VEHWWHUQRZ. (PH9-
key member: I) 
Groups had also participated in numerous cultural activities. They had visited 
art galleries and museums and taken part in art and writing groups or creative 
activities in meetings. In some cases this could introduce them to new ideas 
from different parts of the world such as African drumming and Chinese brush 
painting. A few groups had given rise to off-shoot book groups and others had 
had prose and poetry reading, as well as talks from poets, at their meetings.  
A number of the talks and activities that groups shared were given by people 
who had very different backgrounds to and experiences from the majority of 
members. For example in one group a member spoke about her years working 
amongst extremely impoverished communities in her native India. In another 
group a guest speaker, who had travelled throughout Somalia as a volunteer, 
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came to a meeting to talk about her work, and one respondent described how 
the Gypsy background of one RIWKHLUPHPEHUVKDGLQVSLUHGDQ³H\H-RSHQLQJ´ 
group visit to a Romany museum. Other topics at meetings included Fair 
Trade, animal welfare, wildlife conservation and the role of religious faith in 
wellbeing - topics which the members admitted they would have been unlikely 
to have given any thought had it not been for the group.  
 
6.3 Group ideology 
 
Self-help groups are believed to be guided by ethical principles and ideas at a 
number of different levels; for example, with regards to the types of support 
WKH\RIIHUWKHJURXS¶VLQFOXVLYLW\LWVVWUXFWXUHRULWVUHODWLRQVKLSZLWKSDLG
practitioners. The literature has tended to focus on these more inward-looking 
DVSHFWVRIJURXSV¶FXOWXUHDQGKDVWKHUHIRUHonly occasionally discussed them 
in terms of a politically oriented ideology (Emerick 1991, Hatzidimitriadou 
2002), preferring instead to talk about WKHLUHWKRVYDOXHVRU³PHDQLQJ
SHUVSHFWLYH´´%RUNPDQS7KHFXUUHQWVWXG\¶VWKHRUHWLFDODSSURDFK
however entails the examination of groups in light of political concepts such as 
citizenship, democracy and the public sphere, and attempts to locate them 
relative to new social movements against which they have frequently been 
compared, as well as to mainstream, public services. It therefore seems apt to 
ask questions about the extent to which the knowledge and concepts shared 
within groups contribute to the formation of a politicised ideology with regards 
to health and social care policies or social justice more broadly. When 
GLVFXVVLQJDJURXS¶VJXLGLQJEHOLHIVWKHUHFDQEHDWHQGHQF\WRUHIHUWRµDQ¶
ethos, ideology or meaning perspective in unitary terms (see eg Borkman ibid) 
however as the findings in this section indicate this can be misleading ± firstly 
because of the profound differences within groups and secondly because of the 
complex relationship between competing sets of ideas sometimes held 
simultaneously by individual members.  
µ2SSRVLWLRQDO¶DQGµHPDQFLSDWRU\¶LGHRORJ\ 
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Perhaps unsurprisingly, in light of both the current post-emancipatory, 
lifestyle-IRFXVHGSROLWLFDOFRQWH[W*LGGHQVDQGWKHJURXSV¶
aforementioned aversion to beinJVHHQDV³WRRSROLWLFDO´WKHUHZDVOLWWOH
HYLGHQFHRIDFRKHUHQWRURYHUWO\H[SUHVVHGLGHRORJLFDO³VWDQFH´$PRQJVWWKH
mental health groups, where the history of anti-psychiatry movements 
(Crossley 2006) may have led to the expectation of a more politicised 
ideology, only one group was to any extent self-consciously ideological in this 
ZD\$QGHYHQWKLVJURXSFRXOGE\QRPHDQVEHGHVFULEHGDVµUDGLFDO¶LQWKDWLW
worked closely with psychologists and other practitioners and welcomed a 
range of views. The members did however speak in more politicised terms 
than the rest of the respondents and were clearly claiming to have developed a 
unique approach that was philosophically distinct from the bio-medical model 
and stood, if not in opposition, then at least as an alternative to it. 
There are other options there, not just one way of looking at mental 
health or mental illness ±LWGRHVQ¶WKDYHDOOWKHDQVZHUV\RXNQRZ
doctors, psychiatrists - LWGRHVQ¶WKDYHDOOWKHLWGRHVQ¶WKDYHWKH
NQRZOHGJHWRVD\µZHKROGDOOWKHDQVZHUV¶««WKHUHDUHDORWRI
RWKHUWKLQJVDWZRUNZKHQ\RXORRNDW>PHQWDOLOOQHVV@VRLWFDQ¶WEHDV
VLPSOHDVSV\FKLDWULVWVZRXOGOLNHWRVD\LW¶VPRUHFRPSOLFDWHGWKDQ
MXVWµWDNHWKLVSLOO¶«WKHUHDUHDORWRISROLWLFDOLVVXHVJRLQJRQ. (MH6-
key member: G) 
The remaining mental health groups displayed no intention to create a similar 
type of manifesto. Although some other group leaders were aware of the 
oppositional history of mental health activism they saw this as just one idea to 
be discussed and weighed up amongst others. 
,GRQ¶WWKLQNLWKDVDFROOHFWLYHYLHZ± [the range of views] is talked 
about  - DOWHUQDWLYHWKHUDSLHVDQGZKHWKHULW¶VJRRGWRWDNHGUXJVDWDOO
± WKDW¶VDOVRGLVFXVVHG± most people do but I know at least one 
member who is determined to stop taking drugs ± EXWZHGRQ¶WKDYHD
collective view. (MH1±member: I) 
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Some groups explicitly distanced themselves from being seen as grounded in 
the type of emancipatory ideology that has been associated with social and 
activist movements.  
:HDUHQRWDSDUHQWSRZHUJURXS««WKHZD\ZHZRUNWDNHVWKH
SUHVVXUHRIIVFKRROV«,PHDQ,¶GORYHWRFKDQJHWKHV\VWHP>EXW@LW¶V
JHWWLQJZKDW¶VUHDVRQDEOH«ZKHUHVFKRROVDUHFRQFHUQHGZHZRXOG
never take a stand. (PC3-key member: I) 
7KHUH¶VDQissue about being black, because, well you need to have a 
ERXQGDU\ZLWKDJURXS«EXWWKHUH¶VQRLVVXHVLQWKHJURXSDERXWEHLQJ
µ%ODFN¶± WKHPHPEHUVDUHQ¶WLQWHUHVWHGLQWKDWVRUWRIWKLQJ. (PH2-key 
member: I) 
These quotes reflect the wider observation that none of the groups for 
traditionally marginalised populations such as disability, ethnic minority or 
ZRPHQ¶VJURXSVUDLVHGWKHLVVXHRUDGRSWHGWKHGLVFRXUVHVRIGLVFULPLQDWLRQRU
equality with regards to the mainstream society. Where discrimination was 
raised this referred to prejudice within ethnic communities, as discussed above 
in the section on cultural politics. To some extent these ethnic minority groups 
were promoting, at least implicitly, an emancipatory type ideology in their 
calls for greater equality and inclusion in relation to dominant structures within 
their communities. Indeed one member had framed this explicitly in terms of 
³SRZHU.´ 
,IZRPHQKDGPRUHSRZHU«WKHQWKLQJVZLOOEHGLIIHUHQW«,ZLOOVKRZ
WKHPHYHU\ERG\LVWKHVDPH«EHFDXse the mother understands these 
things. (PC5-member: G) 
Indeed far from adopting an oppositional stance, the majority of the groups 
saw themselves as working in close complement to the health and social care 
system and thus presumably in broad agreement with its underlying values. 
Related to it, not separate ± a development from other services. (PH9-
key member: I) 
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Social justice 
With the exception of the mental health group discussed above very few 
respondents talked in terms of social justice. Only a small number of groups 
UHIHUUHGWRSKHQRPHQDVXFKDV³GHSULYDWLRQ´DQG³LQFOXVLRQ´2QHRIWKHVH
group leaders stated that she was in part motivated by the desire to help parents 
LQWKH³GHSULYHGDUHD´LQZKLFKVKHOLYHG³JHWDFFHVVWRWKLQJV´WKDWZHUH
availaEOHLQPRUH³DIIOXHQW´FRPPXQLWLHV7KHPHPEHUVKLSRIWKLVJURXSDOVR
discussed the effects of deprivation and social exclusion on the availability of 
local services. And, as a reaction to the perceived unfairness of some of the 
exclusive services provided E\ORFDOVFKRROVRQHRIWKHJURXS¶VIXQGDPHQWDO
principles, adopted as its official motto, was its inclusivity. 
 [Group name] is for everybody. (PC3- members: G) 
However, despite these references to ideas of social justice, the group only 
aimed to addresVWKHPQDUURZO\LQWHUPVRI³DFFHVV´WRVHUYLFHVDQGIDFLOLWLHV
rather than through action for wider social or structural change. 
So one of the aims is to help people to get access to things ± ,KDYHQ¶W
achieved it all yet but ± you know what I mean ± even things like books 
and resources ± I want parents to have access to them at the lowest 
possible cost, if any ± what I can give away for free I will. (PC3-key 
member: I) 
7KLVDSSHDUHGWREHWKHVDPHIRUWKRVHIHZJURXSVWKDWXVHG³HPSRZHUPHQW´
discourses. One leader stated that group meetings were a forum for equipping 
members with the confidence to exercise their. 
5LJKWWRWKHEHVWWUHDWPHQWSRVVLEOH«,NQRZLWVRXQGVYHU\SROLWLFDO
EXWLW¶VOLNHHPSRZHULQJSHRSOH. (PH3-key member: I) 
Whilst another beliHYHGWKDWWKH³HPSRZHUPHQW´WKDWWKHJURXSSURPRWHGZDV
a means for patients to take control of their health rather than be treated as 
PHUH³SDVVLYHUHFLSLHQWV´2WKHUJURXSVDOVRWDONHGLQVLPLODUWHUPVDERXWWKHLU
meetings helping members to be more assertive and confident and hence more 
equal in their relationships with health and social care practitioners.  
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Individual responsibility for health and well-being 
This concern with access to services and with equality only insofar as it 
manifested within the practitioner / patient relationship rather than at a broader 
VRFLHWDOOHYHOUHIOHFWVPRUHEDVLFDVVXPSWLRQVLQUHVSRQGHQWV¶SHUFHSWLRQVRI
health and illness. It was notable that, apart from the mental health group 
quoted above, none of the groups raised the issue of social factors as causally 
affecting their condition or well-being more generally. This was despite many 
of the groups operating in areas of severe deprivation and memberships that 
sometimes belonged to marginalised populations. Even the parentV¶JURXSLQ
ZKLFK³GHSULYDWLRQ´ZDVDQLVVXHGLGQRWUHODWHWKLVSRYHUW\WRWKHSUHYDOHQFH
of the condition in their area or the ways in which it manifested or was treated.  
When asked whether their group ever discussed such issues, two mental health 
group leaders stated. 
No people are just concerned with their own personal ± I mean there 
DUHSHRSOHZKRVD\µLWZRXOGEHEHWWHULIP\GHSUHVVLRQKDGEHHQ
diagnosed earlier.¶ (MH3-key member: I) 
Its [about] positive psychology, around goal-VHWWLQJ«LW¶VDOODERut 
ZRUNLQJRQ\RXUVHOIQRWZRUNLQJIRUFKDQJH«,ZRXOGQ¶WKDYHDQ\
stance on [mental health] other than the emphasis on self-care. (MH2-
key member: I) 
This attitude is in line with the emphasis, discussed above, that many groups 
placed on self-reliance, self-UHVSRQVLELOLW\DQGWKHQHHGWR³KHOS\RXUVHOI´DVD
means of coping and recovery. And whilst groups also acknowledged the huge 
importance of social networks as a factor in personal well-being, it was down 
to the individual to garner these networks by getting involved in activities such 
as self-help groups. 
,W¶VVHOI-KHOSIURPDFROOHFWLYHSRLQWRIYLHZEXWLW¶VDOVRVHOI-help from 
an individual point of view because as an individual you start off going 
there because you want to get help ± VRLW¶VDQDFWive step ± ZHOOLW¶VDQ
active step in fact to keep going ± VRDVORQJDV\RXNHHSJRLQJLW¶VVHOI-
help. (MH1±member: I) 
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Although the self-help group literature often refers to groups as the product of 
community breakdown (Jacobs & Goodman 1989, Katz 2003-4) none of the 
groups, interestingly even those few based in ex-mining areas, raised this as a 
political issue  or as a reason for their starting the group. It appears therefore 
that these groups were working in line with dominant biomedical frameworks, 
which, despite over recent years having begun to place far greater weight on 
social factors (Scambler 2008), still emphasise individual rather than social 
DVSHFWVRIKHDOWKDQGLOOQHVV7KHJURXSV¶FRQFHSWXDOIUDPHZRUNZDVWKXVDEOH
to slot easily into mainstream political agendas whereby attaining good health 
was a matter of individual action and personal responsibility. 
7KHUH¶VWKLVELJGULYHDWWKHPRPHQWIRUWKHRYHU¶VWRZDWFKWKHLU
diet and take exercise ± so it fits into that agenda. (PH9-key member: I) 
Hopefully [the members] will take control of their health ± I mean 
ZH¶UHSDVVLRQDWHDERXWH[HUFLVHDQGDVDJURXSZHPD\WU\WRSXVK
forward the exercise aspect of it as well as the drugs. (PH3-key 
member: I) 
Indeed in one mental health group a conversation took place about how 
attending the group should be welcomed by health practitioners because 
GLVFXVVLRQVDWPHHWLQJVPHDQWWKDWSUDFWLWLRQHUV³JHWDEHWWHUSDWLHQWRXWRILW´ 
+DYLQJVDLGWKLVJURXSV¶YLHZVFRXOGDWWLPHVEHFRPSOH[:KLOVWseeing their 
condition as something within the ambit of personal responsibility, about 
ZKLFKLWZDVWKHLQGLYLGXDO¶VGXW\WR³GRVRPHWKLQJDERXW´RQHJURXSDOVRIHOW
very angry that their condition was sometimes portrayed as being the fault of 
sufferers. 
7KH\¶UHVD\LQJSHRSOHMXVWJHW>WKHFRQGLWLRQ@EHFDXVHWKH\¶UHIDW«OLNH
LW¶V\RXUIDXOWIRUKDYLQJ>WKHFRQGLWLRQ@. (PH7-member: I) 
Another respondent described the heterogeneity within his group that had 
UHVXOWHGLQ³HQGOHVV«DUJXPHQW´DERXWWKHGLIILFXOW ideological issues inherent 
within the different ways of addressing his condition. The members of this 
group were divided between those who felt it was for them, as individuals, to 
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PDVNRUFRQWUROWKHFRQGLWLRQ¶VHIIHFWVDQGWKRVHZKRIHOWWKDWWKHSUREOHm lay 
LQVRFLHW\¶VUHVSRQVHWRLW. 
3HRSOH¶VYLHZVZHUHYHU\GLIIHUHQW««VRPHSHRSOHZRXOGVD\µXK,
>KDYHWKHFRQGLWLRQ@EXW,¶PTXLWHFRQILGHQWDQGLISHRSOHFDQ¶WSXWXS
ZLWKLWWKHQWKDW¶VWKHLUSUREOHPLW¶VQRWP\SUREOHP¶DQGRWKHUSHRSOH
in the circOHZRXOGVD\µQRZFRPHRQ\RXNQRZWKDW¶VQRWTXLWH
SRVVLEOHLQSUDFWLFH¶«RWKHUSHRSOHVD\µQR,¶PQRWGRLQJWKDWLI,
>GLVSOD\V\PSWRPV@DQGWKH\FDQ¶WDFFHSWLWWKDW¶VWKHLUSUREOHP,MXVW
GRQ¶WKDYHDSUREOHPZLWKLW.¶6-key member: I) 
 
Addressing stigma 
The concept of health and illness as an individual rather than social problem 
ZDVDOVRLQHYLGHQFHLQVRPHJURXSV¶DWWLWXGHWRZDUGVDGGUHVVLQJVWLJPD(YHQ
amongst groups for traditionally stigmatised conditions such as those for 
parents of children with learning disabilities, mental health and physical 
disability, some were either unconcerned with this issue or again tended to 
conceive it in individualised terms. 
6WLJPD¶VEHHQGLVFXVVHG«EXWLQDQLQGLYLGXDOVHQVH- ,IHHOLILW¶VRQ
top of someboG\¶VDJHQGD± but not as a general political thing. (MH3-
key member: I) 
Rather than confronting this stigma a couple of groups chose to avoid using 
WHUPVVXFKDV³PHQWDOKHDOWK´LQWKHLUJURXS¶VQDPHRUDYRLGHGSUHPLVHVZLWK
connections to mental health charities or services. 
,¶YHWULHGWRPDNHLWYHU\H[SOLFLWO\QRWKDYHPHQWDOKHDOWKLQWKH
WLWOH««,GRQ¶WKDYHDQ\WKLQJOLNHGHSUHVVLRQRUDQ[LHW\LQWKHWLWOH. 
(MH2-key member: I) 
In fact far from making a stand against the process of stigmatisation a small 
number of physical health groups appeared themselves to contribute to or at 
least implicitly accept the stigmatisation of mental illness by their desire to 
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dissociate themselves from it - perhaps wanting to deflect any stigma attached 
to their own condition.    
3HRSOHWKLQNWKDW\RX¶UHQRWTXLWHQRUPDO± WKDWLW¶VDPHQWDOKHDOWK
SUREOHP«SHRSOHWKLQN\RX¶UHQRWQRUPDO. (S2-key member: I) 
,WKLQNDVZHOOLW¶VWKHVWLJPDRIDEUDLQLOOQHVV± you get these 
PLVFRQFHSWLRQVWKDWLW¶VDEUDLQLOOQHVVRULQMXU\VRSHRSOHDUHQ¶WJRLQJ
WREHDOOWKHUH«,GRQ¶WWKLQNRXUPHPEHUVZRXOGZDQWWREHSXWLQ
[the mental health] slot quite frankly ± ,ZRXOGQ¶WKDYHZDQWHGWREH
«,GRQ¶WZDQWWRVRXQGDZIXO± EXWWKDW¶VQRWIRUSHRSOHOLNHXV. 
(PH18-key member: I) 
The majority of the data thus appear to challenge the traditional idea of self-
help groups as acting explicitly as sites of resistance to stigmatised identities 
(Ablon 1981, Borkman 1999, Goldstrom et al 2006, Chamak 2008). Having 
said this, such an attitude was not apparent in all cases. A small number of 
groups problematized and felt it was their obligation to challenge negative 
social attitudes. A few groups also saw it as their duty to stand up against 
negative media images of people with their condition. Although in some cases 
this may only have entailed discussion within meetings, this clearly gave 
members greater confidence to challenge such portrayals, if only through the 
fact that it vindicated their feelings of upset or frustration in response to them. 
In one group though the members had gone further and in addition to a long 
and angry discussion about a media story in which their condition had been 
presented, by both a politician and the leader of a national charity, as being the 
result of the unhealthy lifestyle choices made by sufferers, formulated and sent 
off letters of complaint outlining their concerns with and the inaccuracy of how 
this condition was depicted. 
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6.4 Labelling and terminology 
 
The groups were generally happy to adopt or be conferred with medical labels 
including in areas such as mental illness, depression, autism, anxiety, ME or 
ADHD in which questions have been raised about the appropriateness of 
µPHGLFDOLVDWLRQ¶DQGH[FHVVLYHGLDJQRVLV%DUNHU&RQUDG
IndHHGLQDIHZFDVHVRQHRIPHPEHUV¶PDLQLVVXHVZDVZLWKKHDOWKFDUH
SURYLGHUV¶UHOXFWDQFHWRGLDJQRVHDVSHFLILFFRQGLWLRQ. 
7KHUH¶VDFHUWDLQDPRXQWRIFULWLFLVPSUREDEO\XVXDOO\DERXW*3VZKR
KDYHQ¶WXQGHUVWRRGDQGGLDJQRVHGWKHSUREOHP± but then those people 
move on to a different GP. (MH3-key member: I) 
The majority of members of groups for these conditions were keen to obtain 
diagnoses and to come within the aegis and nomenclature of health services, 
indeed they often saw their group as a means by which to help others secure a 
diagnosis and subsequent access to services. 
We can give people like a checklist which is something called the 
Canadian Criteria ± ZKLFKLI\RX¶YHJRWDQ\RQHRXWRIVRPHRIWKH
JURXSVRITXHVWLRQVWKHQ\RX¶YHDOPRVWFHUWDLQO\JRW [the condition] so 
yeah we can help people with that. (PH14-key member: I) 
[The group] can help you say the right thing and ask the right 
questions - then the health visitors have to accept something is wrong 
with the child. (PC5±Member: G) 
Interestingly, in the group quoted above, it was the professionals in attendance 
ZKRDUJXHGDJDLQVWKDVW\GLDJQRVLVIHHOLQJWKDWWKLVFRXOG³ODEHOWKHNLGVDQG
VHWWKHPRQDSDWK´WKDWPLJKWQRWDSSURSULDWHO\UHIOHFWWKHLUUHDOQHHGV 
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One group had even amended its title, against the instincts of its leaders and 
members, in an attempt to fit more closely with mainstream services. 
We added the [additional title] ± it started out as just [original title] 
but we changed it just because the medical profession insist on calling 
it [additional title] even though all the patients call it [original title] . 
(PH14-key member: I) 
However attitudes towards labelling could be complex and could even differ 
amongst members within the same group. One leader described how it was not 
the assumption of a label that was the problem but rather the reluctance of 
some people affected by the condition to accept it. 
6RPHWLPHVWKH\HLWKHUGRQ¶WDFFHSWLWRUWKH\KDYHQ¶WWROGWKHFKLOGRU
WKH\KDYHQ¶WWROGIDPLO\DQGIULHQGVEXWWKHUHVWRIXVZHKave all 
accepted it. (PC4-key member: G) 
Another group leader was a little more ambivalent. Whilst he acknowledged 
WKDWVRPHRIWKHPHPEHUV³ZRXOGQ¶WVHHWKHPVHOYHVDVLOODVVXFK´DQGZRXOG
EH³SXWRIIE\>PHQWDOKHDOWK@ODEHOV´KHDSSHDUHGWRVHHWKLVDV a lack of 
acceptance of having a clinical condition. And despite his desire to work more 
closely with mental health services he was careful to present the group in a 
way which would not make this connection obvious. 
I thought people would be more open to saying that they were stressed 
WKDQDGPLWWLQJWKH\PLJKWKDYHDPHGLFDOGLDJQRVLV««WKHSHRSOH
ZKR¶YHDSSURDFKHGVRIDUWKH\FDQ¶WEHRSHQDERXWVHHNLQJ
KHOS««>VR@LW¶VQRWH[SOLFLWO\KHDOWKVRLW¶VULJKWDWWKHHGJH«WKH
QH[WZDYHRISURPRWLRQWKDW,¶Pdoing is going to be in GPs and health 
FHQWUHVDQGWRFRQWDFWWKHFRPPXQLW\PHQWDOKHDOWKWHDPV«EXW\HDK,
GRQ¶WZDQWWREHYLVLEO\DVVRFLDWHGZLWKWKHP. (MH2-key member: I) 
Indeed as this very new group became more established over the course of the 
resHDUFKWKHOHDGHUKDGDOWHUHGKLVYLHZRIWKHPHPEHUV¶UHVHUYDWLRQV. 
:H¶YHVKLIWHGWRPRUHRIDGLDJQRVLVODEHO«ZKDWSHRSOHDVNDERXW«
>LW¶V@DERXWJHQHUDOO\WKDWWKH\¶UHWKDWWKH\KDYHDQ[LHW\RU
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GHSUHVVLRQ«>WKH\KDYHEHHQ@JLYHQWKDWODEHODQGWKH\¶Ue keen to do 
something about it«« 
However this was still coupled with a reluctance to make these diagnoses 
public. 
 ««%XWZHGRQ¶WZDQWRXUSKRWRJUDSKVLQWKHSDSHU 
Whilst most groups did not challenge medical terminology some were 
concerned to recast their diagnostic labels in a more positive light. One group 
for example had brought a poster to their meeting which the members felt 
suggested that their condition was fatal and untreatable. They were very 
aggrieved about this and believed that it encouraged a negative and defeatist 
attitude. Other respondents similarly felt that the group provided the means to 
portray a more favourable image of their condition. 
When we first started the group all of us believed that you never got 
better from [the condition] EXWRYHUWKHODVWIRXURUILYH\HDUVZH¶YH
had about half a dozen people actually get better completely and 
actually go back to work so we now ± our emphasis has changed and 
when people come we say that only 25% of people stay really ill and 
some people get completely better and most people get a lot better. 
(PH14-key member: I) 
0RVWPHPEHUVZHUHFRPIRUWDEOHWREHUHIHUUHGWRDV³DGLDEHWLF´³HSLOHSWLF´
RU³GLVDEOHG´6LPLODUO\PDQ\UHIHUUHGWRWKHPVHOYHVDQGWKHLUPHPEHUVDV
³VXIIHUHUV´DQG³SDWLHQWV´,Qterestingly only two respondents  disputed the use 
RIWKHWHUP³YLFWLP´DQGRQHRIWKHVHZDVKHUVHOIQRWDVXIIHUHURIWKH
condition, but rather a helper in a very atypical self-help group that was run 
wholly by volunteers.  
Only a small number of respondents raised the issue of labelling as a negative 
phenomenon. They felt that to be referred to by a medical title diminished the 
UHVWRIWKHLQGLYLGXDO¶VLGHQWLW\. 
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,¶PDQDZNZDUGSHUVRQ,GLVOLNHPRVWODEHOOLQJ± ,GRQ¶WOLNHWREH
described as a depressive ± ,¶YHJRWGHSUHVVLRQEXWWKDWGRHVQ¶WGHILQH
my personality. (MH3-member: G) 
$QRWKHUJURXSKDGHYHQFKDQJHGLWVQDPHWRUHIOHFWWKHPHPEHUV¶EHOLHIWKDW
LQDSSURSULDWHODEHOOLQJFRXOGEHVWLJPDWLVLQJDQGDIIHFWPHPEHUV¶VHOI-identity.  
The group thought we VKRXOGFKDQJHLW««LWFDQEHVWLJPDWLVLQJWR
FDOOVRPHRQHD>VXIIHUHURIWKHFRQGLWLRQ@««LWSXWV\RXLQWR
FDWHJRULHV«VRZHZDQWHGWRFKDQJHWKDWXPWRPDNHLWMXVWµIRU
SHRSOHZKR>KDYHWKHFRQGLWLRQ@¶ZKLFKLVOHVVSXWWLQJ\RXLQDER[LI
you like so that was why we changed it. (S2-key member: I) 
Some groups raised the issue of labelling and terminology beyond their 
specific condition, in broader areas of health and social care. This was often 
ZLWKUHJDUGVWRWKHXVHRI³SROLWLFDOO\FRUUHFW´DWWHPSWV to re-FODVVLI\³SDWLHQWV´
DV³VHUYLFH-users.´ 
>,¶P@RQWKHFRPPLWWHHDVDVHUYLFHXVHU± ,GRQ¶WOLNHWKDW± as a 
patient ± ,¶PDSDWLHQW. (PH10-key member: I) 
One group discussed the origins of this type of terminology, deciding that it 
was derived from ³DFDGHPLFOLWHUDWXUH´UDWKHUWKDQIURPSHRSOHZLWKDFWXDO
experience of health conditions. 
2QHRIWKHWRSLFVRIGLVFXVVLRQZDVZHGLGQ¶WOLNHEHLQJFDOOHG
XVHUV««>HYHU\RQH@VDLGµZHGRQ¶WZDQWWREHFDOOHGXVHUVZH¶UH
SDWLHQWV¶± ,PHDQ\RXGRQ¶WFDOOVRPHERG\DXVHUZKR¶VGLDEHWLF- LW¶V
RQO\XVHGIRUPHQWDOKHDOWKSDWLHQWVVRLW¶VVHHQDVGHURJDWRU\. (MH3-
key member: G) 
Another group felt that the designation by service providers of one of the 
DFWLYLWLHVLWRIIHUHGDV³FRPPXQLW\FDUH´KDGQHJDWLYH³FRQQRWDWLRQV´WKDWWKH
³PHPEHUVGRQ¶WOLNH´$QGDFRXSOHRIJURXSVHYHQEHOLHYHGWKDWWKHWLWOH
³VHOI-KHOSJURXS´ZDVDIIHFWHGE\SROLWLFDOIDFWRUV2QHRIWKHVHWKRXJKWWKDWLWV
categorisation as such was a result of the hegemony of a local third sector 
organisation that benefitted from defining groups in this way. 
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I think self-KHOSJURXSLVSHUKDSVDWHUP«WKDWKDVEHHQSXWXSRQXV- 
\RXFRXOGVD\WKHUH¶VEHHQDOLWWOHELWRIEUDLQZDVKLQJEHFDXVHRI>the 
local organisation]. (PH16-member: G) 
 
6.5 The culture of heterogeneity 
 
The groups' defence of individual outlooks, differences amongst members and 
WKHODFNRID³FROOHFWLYHYLHZ´DSSHDUHGLQPDQ\FDVHVWRLWVHOIEHDFHQWUDOSDUW
of their belief system. This was evident across the range of groups in which 
there appeared to be no desire to create a dogma of the type that has been 
associated with lobby groups and social movements (Epstein 1995, Crossley 
2006) especially in politically controversial areas such as mental health and the 
of use of special, versus mainstream education for learning disabled children. 
7KHOHDGHURIDSDUHQWV¶JURXSVWDWHG. 
3DUHQWVKDYHGLIIHUHQWYLHZV«VRPHRIRXUFKLOGUHQPD\EHDEOHWR
access a lot of mainstream  - WKHUHDUHVWLOODORWRIFKLOGUHQWKDWFDQ¶W
DFFHVVPDLQVWUHDP«SDUHQWs talk about their own experiences with 
WKHLURZQFKLOGUHQEXWQRERG\ZRXOGHYHUWKLQNµRKVKH¶VOLYLQJLQ
cloud cuckoo land.¶3&-key member: G) 
Another group leader discussed how in his group there was no collective 
stance but rather. 
Endless, in a way DUJXPHQWEHFDXVHSHRSOH¶VYLHZVDUHYHU\GLIIHUHQW
DQG\RXKDYHWROLVWHQWRGLIIHUHQWSHRSOH¶VRSLQLRQV. (S2-key member: 
I) 
Even where the entire core membership was in firm agreement, attempts were 
made to compromise with outlying views. For example in one group the vast 
majority of members felt very strongly that people should be open about and 
DFFHSWWKHLUFKLOG¶VFRQGLWLRQKRZHYHUWKH\VWLOOWULHGWRDFFRPPRGDWHWKHIHZ
parents who did not accept it by alternating their meetings between those that 
were overtly for children with the condition and those that were stated to be for 
the parents of any child.  
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In one case where a leader had, unusually, attempted to impose a homogeneous  
³HYLGHQFH-EDVHG´³JRDOVRULHQWHG´LGHRORJ\XSRQWKHJURXSDWLWVLQFHSWion, 
the opposing outlook of the rest of the membership resulted in this being 
abandoned in favour of a far more flexible and eclectic approach.  
,WKLQNSHRSOHDUHHVVHQWLDOO\FRPLQJIRUIULHQGVKLS«DQG,WKLQNZLWK
DOOWKHVRFLDODFWLYLW\WKDW¶VZKHUH LW¶VKHDGLQJWRZDUGV«,WKLQNWKH
FRPSURPLVHWKDWZH¶UHWU\LQJWRGRLVWRVSOLWLWVRRQHVHVVLRQPRQWKLV
about talking about things and one session is more about the social and 
LW¶VXSWRSHRSOH± WKH\ZRQ¶WKDYHWRDWWHQGERWKEXWLWVFOHDUHURQH
will be more light hearted and about enjoyment. (MH2-key member: I) 
 
Conflict 
In a number of groups the culture of heterogeneity actually gave rise to regular 
³KHDWHG´DUJXPHQWVDQGHYHQ³FRQIOLFW´RYHULGHDVDQGYDOXHV. 
2KWKHUH¶VORDGVRIGLVDJUHHPHQWLQfact some people come in and I 
ZDQWWRZHDUDIODNMDFNHWEHFDXVHSHRSOHDUHQ¶WVORZLQVD\LQJµFRPH
RQWKLVLVDORDGRIUXEELVK¶DQG\HWRWKHUSHRSOHZLOOVD\µGRQ¶W\RX
GDUHVD\WKDW¶«DKHDOWK\GHEDWH¶ (PH14-key member: I) 
As with the above respondent this was generally not seen as a problem but 
rather as a positive attribute of the group, reflecting its ethos of valuing the 
individual and a range of perspectives. 
Well as a group we have our tensions ± we are a group of people, 
strong minded people and WKHUHDUHGLVDJUHHPHQWV«GLIIHUHQFHVRI
RSLQLRQ«EXWWKH\¶UHDOOUHVROYDEOH«LW¶VDGLVSDUDWHJURXSRISHRSOH
IURPYHU\GLIIHUHQWEDFNJURXQGV«,GRQ¶WWKLQNFRQIOLFWLVQHFHVVDULO\D
EDGWKLQJ«,GRQ¶WEHOLHYHLQDIDOVHW\SHRIDJUHHPHQWZKHUH
HYHU\RQH¶VSUHtending. (MH1±member: I) 
And despite being heated these disagreements were very rarely the cause of 
long-term tensions or splits within groups. 
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They were fairly amicable and even though people on either side of that 
DUJXPHQWFRXOGJHWYHU\LUDWHLWGLGQ¶Wstop the meeting going on and it 
GLGQ¶WVWRSWKHPFRPLQJEDFNLQIXWXUH. (S2-key member: I) 
%XWHYHQLIZH¶YHKDGDKHDWHGFRQYHUVDWLRQZHDOO± one thing we all 
GRZKHQZH¶UHOHDYLQJLVJLYHHDFKRWKHUDKXJDQGNLVV± ,¶YHQHYHU
known us go out of the meeting with angry words. (MH5-key member: 
G) 
*URXSV¶GLVSXWHVFHQWUHGRQDUDQJHRIWRSLFVIRUH[DPSOHRQHJURXSZDV
HPEURLOHGLQDQ³HQGOHVV´argument about the ideological issues inherent in 
PHPEHUV¶SHUFHSWLRQVRIKRZWKHLUFRQGLWLRQVKRXOGEHSUHVHQWHG within the 
broader society and the extent to which their role should be to challenge 
QHJDWLYHVRFLDOUHVSRQVHVWRZDUGVLW$UJXPHQWVRIWHQDURVHIURPPHPEHUV¶
differing views about treatments and in particular whether there was any value 
in alternative medicines. Even though many groups saw themselves as non-
political, conflict could at times arise about national events or news stories 
DERXWZKLFKPHPEHUVKHOGVWURQJYLHZV2QHJURXSKDGKDGDYHU\³KHDWHG´
debate about both parental responsibility and the role of the media following 
the disappearance of Madeleine McCann. Similarly more domestic political 
matters could be the subject of disagreement. This could entail very personal 
areas such as the moral issues inherent in child-rearing practices, however, 
again this was seen as something valuable, giving members the means to 
reflect upon their own presumptions and see things from a broader range of 
perspectives, even if agreement was not ultimately reached. 
:HGRQ¶WDJUHHLQHYHU\WKLQJ± it is good- she is saying something else, 
some, these young ones are too modern in thinking everything is ok but 
also some us old ones yes are too old fashioned. (PC5-member: G) 
In some meetings group issues themselves were couched in broader ethical 
terms about which membHUVKHOGRSSRVLQJYLHZV)RUH[DPSOHLQRQHJURXS¶V
meeting a member felt very strongly that self-help groups should not be funded 
IRUVRFLDOWULSVDQGRXWLQJV+HVWDWHGWKDWWKLV³ZDVQ¶WULJKW´DQGWKDWLW
GLYHUWHGPRQH\DZD\IURPZKHUHLWZDV³UHDOO\QHHGHG´7KHUHPDLQGHURIWKH
group (which had itself benefitted from such funding) strongly opposed this. 
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The divergence of views resulted in a wide ranging debate about the fair 
allocation of public resources in which the majority of the members 
enthusiastically took part. 
 
6.6 Summary 
 
The groups did not see themselves as engaged in political conversation or 
activity and they were keen to distance themselves from any overt ideological 
stance. On the whole they made little connection between their condition and 
issues of social justice, tending instead to see health, illness and any attendant 
social problem such as stigma in individualised terms. On one hand this could 
uphold a view of self-help groups as non-political and failing to engage with 
the type of universal issue that Habermas saw as an essential part of the public 
sphere. However, on the other hand, as is considered more fully throughout 
Chapter 9, their ideological pluralism and lack of an oppositional stance meant 
that groups were contributing to the public sphere in other ways. Firstly it 
enabled the groups to act as repositories of information from a variety of 
sources regarding changes to legislation, welfare or services that could feed 
individual opinion formation and hence the overall quality of public debate; 
secondly, it enabled them to form constructive, consensus seeking 
relationships with the system; and thirdly, it allowed members to engage in 
very open, unconstrained conversations that frequently entailed discussions 
about broad political issues that ranged from national economic policy to 
childrearing methods or animal welfare. As such they were indeed concerned 
with topics that went far beyond their own immediate situation or subjective 
need.  Furthermore, the introduction of cultural, literary and historic topics 
often presented by members or guest speakers with very different backgrounds 
and experiences to the bulk of the group served to broaden horizons and 
SUHVXPDEO\WKHUHIRUHWKHVFRSHRIPHPEHUV¶HPSDWK\DQGXQGHUVWDQGLQJRI
others.  
Respondents were generally happy to accept medical labels and to use group 
knowledge as a means of encouraging clinical diagnosis. However, this was 
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undertaken not as a means of attaining WKHW\SHRIµvictim status¶ that Elsdon et 
al reported as prevalent amongst the groups in their survey, and that could, as 
will be further considered at Chapter 9, contribute towards the juridification of 
PHPEHUV¶SUREOHPV. Rather it was in pursuit of the positive social relations 
that were a primary goal of most groupVDQGWKDWXQGHUSLQQHGPHPEHUV¶
autonomy in the lifeworld.  Thus if the groups were contributing to the process 
of medicalization, of which some self-help groups have been accused,  it 
ZRXOGEHLQDPDQQHUWKDWVXSSRUWV%URRPDQG:RRGZDUG¶VYLHZRI
this process as potentially enabling rather than straightforwardly 
disempowering.  
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7 Sharing knowledge and ideas beyond the group 
 
Introduction 
Self-help groups have at times been accused of insularity and contributing to a 
society in which social and political problems are increasingly removed from 
the public sphere into purely private spaces (Bauman 1999). Similarly through 
their perceived contribution to the process of medicalization (Barker 2002, 
2008) it has been suggested that groups have abetted the co-optation, by 
technical experts, of ethical and political questions, thus increasingly excluding 
the wider society from contributing to debate in such areas. However the 
groups here had a very strong focus and placed great value on activities and 
communications beyond the group, frequently acting as a bridge between the 
public and health and social care institutions as well as between local 
community associations. The groups saw themselves as two-ZD\³FKDQQHOVRI
LQIRUPDWLRQ´7KLVSURYLGHG the means to both enhance their collective 
wisdom, by broadening the scope of sources from which knowledge came into 
WKHJURXSDQGWRGLVVHPLQDWHPHPEHUV¶LGHDVFRQFHUQVDQGYDOXHVEDFNRXW
into the broader community. They undertook this information sharing role in 
various ways. Sometimes it could be through informal means such as casual 
conversation with friends and neighbours, or the development of local hubs of 
knowledge by linking in with other community organisations. At other times it 
could be through more formal processes, namely, consultation, awareness 
HYHQWVDQGLQSXWLQWRSURIHVVLRQDOV¶WUDLQLQJ$VZHOODVWKLVVRPHJURXSV
EHFDPHLQYROYHGLQZKDWWKH\WHUPHG³FDPSDLJQLQJ´DOWKRXJKDVZLOOEHVHHQ
it was often not clear how groups were differentiating this from the other types 
of activity. Indeed the groups tended to conflate all these processes and 
IUHTXHQWO\XVHGWKHLGHDRI³UDLVLQJDZDUHQHVV´WRHQFRPSDVVDQ\DFWLYLW\
through which they spread their knowledge and ideas or expressed their views. 
Through sharing information outside the group respondents intended to fulfil a 
number of aims; they hoped to have an influence on policy development and 
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service delivery; they wished to increase acceptance of and educate, both 
professionals and lay people, about their condition; and they aimed to 
HPSRZHUWKHLUORFDOFRPPXQLWLHVWKURXJKSURYLGLQJWKHPHDQVIRU³JHWWLQJWR
NQRZZKDW¶VJRLQJRQ´LQSXEOLFDJHQFLHVDQGSROLWLFDOSURFHVVHV7KH
information shared through these channels was vast and diverse and as well as 
LQFUHDVLQJPHPEHUV¶XQGHUVWDQGLQJRI³KRZWKLQJVZRUN´DWDSROLWLFDOOHYHO
there could be tangible benefits such as alerting them to facilities, resources 
and local opportunities.  
 
7.1 Participation in formal consultation processes 
 
The extent RIJURXSV¶LQSXWLQWRFRQVXOWDWLRQ 
Seventeen of the groups had at least some input into consultation type 
activities. The range of involvement, in terms of both the type of forum in 
which they took part and the frequency of their participation was very wide. A 
small number of groups had only participated in informal ad hoc or one off 
procedures. Most, however were participating regularly in more formal 
FRQVXOWDWLRQDQGVHUYLFHXVHUSDQHOV7KHVHLQFOXGHG/,1NV*3SUDFWLFHV¶
patient participation groups, Health Action Groups, mental health user forums 
and PCT and hospital trust Public and Patient Involvement meetings. A 
number of groups were members of strategy forums and steering groups - this 
could be for specific conditions such as dyslexia, multi-condition organisations 
such as for neurological or musculoskeletal illnesses or even more broadly for 
pan-disability groups. A few were also involved at a strategic level including at 
NICE and the Care Quality Commission. As well as health based processes 
some groups were represented at County and City Council meetings, for 
H[DPSOHLQWKH&DUHUV¶$GYLVRU\*URXSWKH'LVDELOLW\7UDQVSRUW*URXSWKH
Police Authority Strategy Group and the Equality and Diversity Group as well 
as in voluntary sector panels. Most of the groups had taken part in a number of 
WKHVHERGLHV¶PHHWLQJVZLWKHLJKWKDYLQJEHHQLQYROYHGLQWKUHHRUPRUH 
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7KHDLPRIJURXSV¶LQYROYHPHQW 
The groups were involved in consultations because they felt strongly that they 
VKRXOG³KDYHDYRLFH´DQGD space in which they could express their opinions 
about the services that affected them. 
<RXDOVRKDYHDYRLFHDQGWKDW¶VWKHQLFHWKLQJIRUPH«LI\RXZDQW
to say what you think. (PH12-key member: I) 
7KHUHZHUHWZRDVSHFWVWRWKLVµYRLFH¶)LUVWO\DWan individual level, in 
SURYLGLQJWKHPHDQVWRH[SUHVVDYLHZDQG³VD\ZKDW\RXWKLQN´LWJDYH
members a greater feeling of self-worth and control and as such contributed to 
the role groups played in promoting a positive, pro-active outlook. 
Having some inIOXHQFHEHFDXVHLQDZD\WKDW¶VSDUWRIWKHWKLQJWKDW
gives self-respect to folk who are receiving a service ± that they can 
give some feedback ± WKH\¶UHQRWMXVWSDVVLYHUHFLSLHQWV. (PH15-key 
member: I) 
Secondly it was hoped that through stating their views groups could influence 
policies and services. 
:HZDQWDEHWWHUVHUYLFHIRUSHRSOHZLWK>WKHFRQGLWLRQ@««\RXNQRZ
we are able to put a bit of pressure on the council put a bit of pressure 
on Primary Care Trust. (PH16-key member: G) 
Consultation forums were seen as a two way process through which members 
could both receive information that could be taken back to their group and also 
share their experience and knowledge for the benefit of patients, service 
providers and policy makers. One described the purpose of involvement as 
being. 
To pass on and share information with people and gain information - 
and things are changing so fast now. (PH12-key member: G) 
158 
 
Representing the group: Key members 
The findings present quite a complex picture of the weight given to 
FRQVXOWDWLRQUHODWLYHWRJURXSV¶RWKHUSXUSRVHVDQGWKHH[WHQWWRZKLFKLWZDV
seen either as a group activity or the individual pursuit of one or a few key 
members. 
In approximately half of the groups that were involved it was either the group 
leader or a small core of key members who undertook a role in consultations. 
Whilst the key members, who were all highly motivated, knowledgeable, 
politically aware and sometimes politically active individuals, felt that it was 
extremely important for those directly affected by a condition to have an 
understanding of and influence on policies and services that addressed it, the 
members were generally far more concerned with the social, support and 
information-sharing functions that the group provided.  
These group leaders were sometimes in a position, because of having retired or 
being unable to work because of their ill health, to undertake extensive 
research and gather information from a wide range of sources which meant that 
they were able not only to bring the experiential wisdom of their members, 
about living with a condition, to these forums, but could also contribute 
technical data about the condition itself or about the minutiae of policy 
changes or funding structures and the effects these could have on services. At 
times they believed this information to be more up to date than that held by the 
professionals and service managers. 
7KH\GLGQ¶WHYHQNQRZDQ\WKLQJDERXWLWZKHQ,ILUVWWDONHGDERXWLW± 
but you know it means we often have the information becauVHZH¶YHJRW
it first-hand because we go to the meetings  - WKH\KDYHQ¶WJRWWKHWLPH
to go to those meetings.  (PH16-key member: G) 
In most of these groups the different roles and attitudes of the leaders and 
members appeared to cause little friction. The group meetings were essentially 
still there to provide support and knowledge and the leaders introduced 
information from external forums only when this was relevant or of interest to 
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WKHPHPEHUV$OOWKHSDUWLHVDSSHDUHGWRDFFHSWHDFKRWKHU¶VGLIIHUHQWSULRULWLHV
and motivations.  
'HVSLWHWKHODFNRIPHPEHUV¶SDUWLFLSDWLRQZLWKLQFRQVXOWDWLRQSURFHVVHVWKHVH
group leaders still saw themselves as representing the voice of the whole 
PHPEHUVKLS,QPDQ\FDVHVWKH\HQGHDYRXUHGWRJHWPHPEHUV¶YLHZVDQG
encouraged them, usually by simply asking at the group meeting or sending 
out an email, to bring up any concerns that they wished to see raised. In other 
cases the meetings themselves might revolve around debates about the types of 
issue that would crop up at the forums and hence they provided ample 
opportunity for members to air their views and make the leader aware of their 
concerns. 
Whilst the majority of these groups had easily accommodated the different 
emphasis that leaders and members placed on the importance of consultation, 
in a couple of the groups the divergence in attitude had caused problems. In 
one of these, the two key members, who were heavily involved in patient 
participation and local authority forums, clearly felt very aggrieved that the 
members did not share their perception of the value of this input. In fact they 
appeared to believe that there was a duty to get involved, which may have 
increased the resentment of members who did not wish to do so. 
,IHHOWKDWZH¶YHDOLHQDWHGVRPHSHRSOH± WKH\GRQ¶WZDQWWRNQRZ«
WKHRQHVWKDWKDYHFORVHGWKHLUPLQGVRIIVD\µ\RXNQRZ,KDYHQ¶WWLPH
IRUWKLV¶««LW¶VYHU\GLIILFXOWWRRvercome these negative responses. 
(PH12-key member: G) 
 
Representing the group: wider member involvement 
In the other groups a wider section of the membership had become involved in 
a range of consultation and strategy procedures although it should be noted that 
it was still only a small number of members who were regularly took part. In 
most of these groups the input of a greater number of members was a reflection 
of their very collective, egalitarian ethos, in a couple of cases coupled with the 
fact that their meetings were seen as a space for wide ranging debate about 
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health and social care services, policies and structures. These groups felt 
strongly that in order to be truly representative of their members it was vital to 
ensure the involvement of more than just the leaders. 
,¶GOLNHWRVHHXVKDYHYRLFHVWKDWFDQEHJDWKHUHGWRJHWKHULQDQ
HIIHFWLYHZD\«,ZRXOGQ¶WEHRQDVWUDWHJ\JURXSXQOHVV,ZDVLQD
QHWZRUNRIVRPHNLQG«EHFDXVHRWKHUZLVH\RXKDYHQRWZR-way 
conversations, you just make it up and the [process] becomes a dead 
loss really. (PH15-key member: G) 
In order to ensure that a variety of voices were heard the groups tried to 
encourage as many members as possible to take part and where it was possible, 
some groups invited agencies that wanted to gather feedback to attend group 
meetings to ensure that everybody who wished to could have a say. One group 
in particular felt that this was a far more appropriate mechanism for ensuring 
representativeness and to guard against consultation becoming. 
 Just one person having a view. (PH15-key member: G) 
Similarly these groups believed that their meetings should be used to feed back 
what had taken place in external forums so that the group was kept aware of 
what had been discussed. 
So the person goes to represent the group and then reports back to 
us.(MH1±member: I) 
In one group, a member who regularly attended external meetings felt that the 
process of discussion within the group gave her a chance to reflect on and 
broaden the focus of her own individual concerns as well as helping her to 
articulate them. 
$OZD\V,WDONWRDOOWKHVHODGLHV««WKH\VD\µQRWKLVLVQRWULJKW¶«
[then I] know more what I am talking about. (PC5-member: G) 
This member was from a traditionally marginalised population that was unused 
WR³VSHDN>LQJ@RXW´LQSXEOLFRUIRUWKDWPDWWHUHYHQLQSULYDWHIRUXPV6KH
attributed her confidence and capacity to do so solely to her involvement in the 
group. 
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Oh no before I come here I say nothing! I cannot speak to these 
SHRSOH«QRZ,VD\µ\Ru have to listen to this!¶ 
The nurturing of voices from excluded sections of society was also in evidence 
in a number of other groups. One leader described the development of one 
member of her group. 
One of our mums ± she has a sort of mild form of [the condition] 
KHUVHOI«VKHKDGQRFRQILGHQFHDQGVKHUHDOO\RQO\KDGDEDVLFUDQJH
of skills but you know over the last year when we were at meetings ± 
VKH¶VEHFRPHTXLWHZHOO,ZRXOGQ¶WVD\HORTXHQWEXWVKHUHDOO\SXWVKHU
point across very well. (PC4-key member: I) 
 
National organisations 
The groups that were affiliated to national charities all stated that the national 
was extensively involved in consultations at a higher political level that did not 
involve the local groups. There was no evidence though of nationals 
prohibiting individual branches from getting involved at a local level. In one 
case though the local branch felt that consultation type activities were far more 
appropriate at a national level, the leader stating. 
 We leave that to the employed staff. (PH9-key member: I) 
In another case the local branch, which took part in many strategic and 
consultation activities, felt that over recent years their head office had been 
DWWHPSWLQJWRPLQLPLVHORFDOJURXSV¶LQSXWE\SODFLQJJUHDWHUUHVWULFWLRQVRn 
the ways in which they could get involved and by imposing higher levels of 
control over whom they could speak to and what they could say. Branches, for 
example were not supposed to take part in external forums without the express 
authority of the national, and they were increasingly being prevented from 
attending consultation or strategy groups in the capacity of representatives of 
the national organisation. These regulations were believed to have had a very 
negative effect on the impact groups could make at a local level. 
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,W¶VDOPRVWDVLIZHUHQRWDOORZHGWRVD\RUGRDVZHSOHDVH«ZH¶YH
EHFRPHDUHFRJQLVHGJURXSLQWKHORFDOFRPPXQLW\«DQGWKURXJK
that we are able to do certain things within the community which 
means that you know we are able to put a bit of pressure on the council 
put a bit of pressure on Primary Care Trust things like that in order to 
DFKLHYHWKLQJVIRUWKHSHRSOHRI1RWWLQJKDP«EXWLIWKHQDWLRQDOVD\V
µRKQR\RXPXVWQ¶WJRWRDPHHWLQJDQGVD\WKDW\RXDUHIURP>QDPHRI
national RUJDQLVDWLRQ@¶««>LW@PHDQVWKDWWKHUHLVQRORFDO
representation.  (PH16-key member: G) 
The group understood that accountability and risk were important 
considerations for large national charities, but felt that this could be addressed 
by providing guidance and training and that ultimately, local branches had to 
be entrusted to speak and act responsibly. Not to do so would simply result in 
ORFDOJURXSV³GR>LQJ@LWLQDQXQGHUKDQGZD\´WKXVSUHVHQWLQJDJUHDWHUULVNWR
the organisation.  
*URXSV¶DSSURDFKand attitude to consultation 
The groups generally appeared to approach service user forums from a 
conciliatory angle. There was very little evidence, when they talked about their 
activities, of members using such processes in an obstructive way or of 
hostility between groups of different stakeholders. Having said this, a number 
of groups made clear that they were there to express a point of view that may 
EHGLIIHUHQWWRWKDWRIVHUYLFHSURYLGHUVDQGWKDWWRWKLVHQGWKH\ZRXOG³PDNHD
VWDQG´DQGPDNHHnough noise to ensure they were heard. 
They do get an ear-bashing on certain issues. (PH12-key member: I) 
:H¶UHXVXDOO\SUHWW\YRFDO± WKH\PD\WKLQNZH¶UH%ROVKLH. (MH1-
member: G) 
2QHJURXSIHOWWKDWWKHLUUROHZDVWR³DVNWKHGLIILFXOWTXHVWLRQV´DQGWKDt this 
was not always welcomed. They believed that this was the reason why groups 
belonging to another national organisation that also addressed their condition 
were more readily asked to attend service user forums. 
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They get invited to conferences and thinJVEHFDXVHWKH\GRQ¶WWHQGWR
DVNWKHGLIILFXOWTXHVWLRQVDQGWKH\GRQ¶WDQWDJRQLVH± ,WKLQNWKH\¶UH
frightened of us. (PH16-key member: G) 
Clearly, although they did not term it as such, this group perceived an element 
of tokenism in some of these processes. They went on to say how they felt that 
professionals did not always gladly entertain the idea of expertise amongst 
patient representatives, perhaps preferring their input to be limited to softer and 
more subjective questions. 
:HNQRZZKDWWKH\GRQ¶WZDQWXVWRNQRZ«ZHQHYHUJHWDQ\FUHGLW
IRUDQ\WKLQJ«,PHDQWKDW¶VHPEDUUDVVLQJIRUWKHPEHFDXVHZHDUH
RQHVWHSDKHDGRIWKHPZKLFKLVZK\ZH¶UHQRWSRSXODU. 
Essentially though, all the groups saw themselves as working within rather 
than against these processes and as working towards shared ends, that is, for 
better services. This even included the group quoted above who, despite their 
VRPHWLPHVDQWDJRQLVWLFDSSURDFKEHOLHYHGWKH\ZHUHRQWKH³VDPHVLGH´DVWKH
service providers, even if this was not always appreciated. 
7KH\FRXOGWDNHLWDVFRQVWUXFWLYHFULWLFLVPEXW,GRQ¶WWKLQNWKH\GR
«ZHZDQWDEHWWHUVHUYLFHIRUSHRSOHZLWK>WKHFRQGLWLRQ@EXWWKDW¶V
not always the way they see it (PH16-key member: G) 
One respondent went further and stated that it was essential to be pragmatic 
and to work according to the rules and criteria of service providers and policy 
makers. He felt that nothing could be achieved by straying from their agenda 
or from the relentless repetition of unrealistic aims. 
[They] go RQDQGRQXQWLOWKHFKDLUKDVWRVD\µSOHDVHVWRS± ZH¶YH
DOUHDG\VDLGZHFDQ¶WKHOSZLWKWKLV± this is not in our remit.¶3+-
key member: I) 
 
7KHHIIHFWVRIJURXSV¶LQSXW 
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7KDWPRVWJURXSV¶LQYROYHPHQWLQFRQVXOWDWLRQSURFHVVHVZDVRQ-going and 
often long-term is indicative of the importance they attached to it and suggests 
that they perceived it as producing positive outcomes. However, despite a 
JHQHUDOIHHOLQJWKDWWKH\³GROLVWHQWRXV´IHZJURXSVZHUHDEOHWRJLYH
specific examples of how their input had affected policies, services or 
professional practices. It appeared that the process of being listened to was 
itself of value to groups as a means, as stated above, of giving patients more 
³VHOI-UHVSHFW´DQGPDNLQJWKHPPRUHWKDQMXVW³SDVVLYHUHFLSLHQWV´DQGLQWKH
belief that being genuinely listened to may at least result in the possibility of 
subsequent action. 
People say thank you for coming, thank you for pointing us in the right 
GLUHFWLRQDQG,WDNHWKDWDVPHDQLQJWKH\¶YHJDLQHGIURPLW«\RXQHver 
VHHDQ\KDUGHYLGHQFHEXWWKHUHLVHYLGHQFHDQG,¶YHKDGSHRSOHDWWKH
highest level come and say thank you ± VRWKH\¶YHOLVWHQHGDWOHDVW- 
whether they do anything or not. (PH12-key member: G) 
Interestingly in the few cases in which a tangible outcome was achieved this 
had occurred through ad-hoc, informal procedures rather than at official 
forums. In one group it was the individual efforts of a parent, supported by the 
JURXSOHDGHULQDUUDQJLQJPHHWLQJVDWKHUFKLOG¶VVFKRROWKDWKDGUHVXOWHGLQD
change in their practices. And another group described how they were 
successful in a bid to secure funding for a specialist service only after a 
sustained campaign of letter writing to individuals in both the PCT and 
Parliament. 
 
7.2 Education and awareness 
 
0DQ\RIWKHJURXSVUHIHUUHGWRDOOWKHDFWLYLWLHVLQWKLVVHFWLRQDV³UDLVLQJ
DZDUHQHVV´+RZHYHUIRUWKHVDNHRIFODULW\WKH\KDYHEHHQGLIIHUHQWLDWHG
DFFRUGLQJWRZKRPWKH\ZHUHLQWHQGHGWRDGGUHVVµ(GXFDWLRQ¶UHIHUVWR
JURXSV¶GLUHFWLQSXWLQWRWKHWraining or on-going learning of health and social 
FDUHSUDFWLWLRQHUVZKLOVW³DZDUHQHVV´LQYROYHVGLVVHPLQDWLRQRILQIRUPDWLRQDW
more open, public locations.  
165 
 
Educating practitioners 
Over half of the groups had been involved in education type activities. The 
most common way in which they did this was through contributing to the 
formal training of practitioners. The groups had given talks to student nurses, 
speech and language therapists, medical students and voluntary sector service 
providers. These activities were generally undertaken by one or two key 
members, although in a couple of cases the group had asked a number of 
members to get involved. The groups valued these events very highly as a 
means of sharing their expertise, gained through their collective experiences, 
and thus providing practitioners with an added dimension of knowledge which 
they were otherwise unlikely to encounter in their training. They felt that 
students and practitioners appreciated the fact that this input provided them 
with real life experiences of a condition about which they would otherwise 
only have had a theoretical knowledge. 
On a four year speech therapy course less than three weeks is taken up 
by [the condition] and ok the tutors on the course can tell them about 
[the condition] but they rarely get to meet people [with the condition] 
«WKH\¶UHDEVROXWHO\DJRJDWEHLQJDFWXDOO\DEOHWRPHHWSHRSOHZKR
[have the condition] and they get such a lot from it. (S2-key member: 
G) 
They similarly stated how practitioners benefitted from stepping outside from 
the, necessarily narrow, focus of the acute care they provided which enabled 
them to see their role in broader, more personalised terms. 
They want to know how you felt at the time ± the patient and the 
FDUHU«ZHDOZD\VJRWDOHWWHUEDFNIURPWKHOHFWXUHU«>VD\LQJ@KRZ
useful they found that interaction was  - face to face  - you see they 
QXUVHWKDWSDWLHQWWKHQWKH\QHYHUVHHWKDWSDWLHQWDJDLQ«>QDPHRI
JURXSPHPEHU@KDVDOZD\VVDLGµSOHDVHSOHDVHLQYROYHWKHUHODWLYHV
and carers.¶ (PH18-key member: G) 
A few of the groups went beyond those practitioners who worked directly with 
their condition and had addressed people providing ancillary services or in 
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other sectors. This included one group that gave talks to private employers, 
universities and schools. They were particularly keen to use these platforms to 
GLVSHOP\WKVDERXWWKHOLPLWDWLRQVWKHLUFRQGLWLRQSODFHGRQLQGLYLGXDOV¶
capacity and abilities. 
Employers need to be made aware of [the condition] as a condition 
where people can work. (PH16-key member: I) 
One of our main aims is to educate other people about [the condition] 
so professionals you know ± people you know like scout leaders, 
VZLPPLQJLQVWUXFWRUV«PDNHWKHPXQGHUVWDQGDOLWWOHELWDERXWWKH
children they may have come through the doors with [the condition]. 
(PC4-key member: G) 
A number of groups had also invited practitioners and students into their group 
in order to speak to the members. A few of these had on-going links with 
professionals who regularly asked foU³IHHGEDFNDQGDGYLFH´± one group 
GHVFULELQJKRZDVSHFLDOLVWQXUVH³DOZD\VVD\Vµ\RX¶UHWKHH[SHUWV¶´$QRWKHU
group had used the expertise it had gained through having representation at a 
local specialist steering group and at NICE to send out written information to 
all the GP practices in their area after new NICE guidelines were published. 
The leader of this group had been a GP practice nurse and thus was aware that 
such information did not always effectively filter down to practice level. 
We knew thaWDOOWKH*3VZRXOGEHWKLQNLQJµKHOS¶ (PH14-key 
member)  
2QHJURXSDLPHGWRDGGUHVVJDSVLQERWK*3V¶DQGVSHFLDOLVWV¶NQRZOHGJH
about their condition, with which, being so rare, they were unlikely to have 
come into contact. The group had invited numerous medical practitioners to 
become honorary members and sent out regular information and newsletters to 
share information about both the clinical aspects of their condition and the 
H[SHULHQFHVRISDWLHQWV,QDIHZFDVHVJURXSV¶UROHLQVKDULQJLQIRUPDWLRQ
about their condition led to their educating professionals about self-help 
groups, not only in terms of their value to patients, but also with regards to 
how to set up and operate them. 
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Like the [practitioner]«>VKH@FDPHDORQJDQGJRWLQIRUPDWLRQIURP
WKHJURXS«DIWHUZDUGVVKHFDPHEDFNWRPHDQGVDLGµZH¶YHKDGWKH
meeting and about 70 people turned up and out of that there are about 
eight keen active people that want to start a self-help group. (S2-key 
member: I) 
 
Raising awareness 
As stated above, any activity through which group members were able to use 
their knowledge to increase understanding about any aspect of their condition 
tended to be seen as awareness-raising. However this part will focus on those 
activities that were conducted in public arenas with a predominantly non-
professional audience.  
A number of respondents felt that being part of the group gave them the means 
by which to talk publicly about their situation. This could be due their 
increased personal acceptance of stigmatised conditions such as mental health, 
FKLOGUHQ¶VGLVDELOLW\RUVSHHFKDQGFRPPXQLFDWLRQGLIILFXOWLHV*URXSV
described how this confidence to speak out was of value not only in formal 
settings but also in casual encounters with friends, work colleagues or other 
members of their community. One respondent told how being at the group had 
DOORZHGKHUWREH³PRUHRSHQ´DERXWKHUFKLOG¶VFRQGLWLRQDQGKHQFHWREHJLQ
to raise awareness of what was still a very taboo subject in her culture. 
Now I also talk more to different people and to family and friends and 
neighbours. (PC5-member: G) 
Raising topics through informal interaction was also made possible through the 
FRQILGHQFHJDLQHGIURPPHPEHUV¶LQFUHDVHGNQRZOHGJHDQGXQGHUVWDQGLQJRI
their illness which allowed them to speak to people about it in a more 
authoritative way. The groups were also using a range of more formal methods 
through which to raise awareness about their condition. Five groups had done 
interviews on the radio, and these, as well as a number of others, had written or 
been the subject of articles in local newspapers.  
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A number of groups had given talks in various settings including the Round 
Table, at Luncheon Clubs and for the WI. There was often a dual aspect to 
these talks which focused not only on the condition itself but also on the role 
of the group as a means of supporting people with it. In this respect the groups 
were raising awareness not just about the clinical implications of the condition 
but were also spreading the positive attitude on which the gURXSV¶DSSURDFKWR
dealing with it was based, helping people to see sufferers as capable, active 
individuals who were still making a valuable contribution to the community. 
As well as these talks some groups had taken part in activities such as charity 
runs, and in one case had arranged a bag-packing service at a local 
supermarket. These groups represented members with mental illness, physical 
disabilities and communication difficulties. Once again they were therefore 
contributing to a more positive and de-stigmatised  image of people in their 
situation by showing them as role models, capable of undertaking pursuits that 
might often be seen as beyond their capacity. 
,W¶VYHU\SRVLWLYH«WKH\FDQVHHKRZIDUZH¶YHFRPHDQGWKH\FDQVHH
what they can hope to achieve. (PH1-member: I) 
The most common way in which the groups got involved in awareness raising 
was through having information stands in public places, including markets, 
shopping centres and libraries, through which they could distribute their 
literature DQGWDONWRPHPEHUVRIWKHSXEOLF6RPHJURXSVWRRN³DQ\
RSSRUWXQLW\´WR³JHW>WKHLU@VWDOORXW´SLJJ\EDFNLQJRQWRHYHQWVKHOGE\RWKHU
charities or community groups. Most commonly the groups participated in 
these types of activity for national awareness weeks, frequently in conjunction 
with their own national organisation or at times working with other national 
charities to which they were not affiliated. The range of activities was very 
wide and sometimes involved working in partnership with statutory service 
providers.  
Three groups had arranged major events in their local communities. These had 
been attended by other community groups, health and social care practitioners 
and local politicians as well as the public. All of these groups addressed 
stigmatised conditions and the events therefore served again to not only raise 
169 
 
awareness of their clinical aspects but to recast them in an extremely positive 
and proactive light. 
7KH:RUOG>FRQGLWLRQ@'D\ZH¶YHSODQQHGWKDWWKLV\HDUDQGLW¶VHYHQ
bigger [than] laVW\HDU«ZH¶YHJRW3DUHQW3DUWQHUVKLS)DPLO\
,QIRUPDWLRQ6HUYLFHV«ZH¶YHJRWD3ROLVKFRPPXQLW\JURXS«ZHFDQ
put up our [art] exhibition, our photographs and things for people to 
VHH«,WKLQNWKHSDUHQWVKDYHJRWDSDVVLRQIRULWVRWKH\¶UHGULYHQWR
do something. (PC4-key member: G) 
At Chapter 6 it was proposed that, in contradiction to the pervasive view in the 
literature, the groups did not expressly identify themselves as sites of 
resistance against social stigma. However the findings in this section suggest 
the need for a more nuanced view of this issue. These data indicate that whilst 
it was true that the majority of respondents did not see their role as entailing an 
overt, ideological opposition to stigmatising attitudes, such a challenge was, in 
practice, an important outcome of their actions within the community.  
 
7.3 Campaigning 
 
The campaigning activities raised in this section were essentially meant to refer 
to organised action intended to bring about change to an institution, policy or 
society more broadly. Unlike consultation this action would tend to be at the 
behest of the protagonists, albeit at times working in conjunction with others, 
and unlike education and awareness it would generally entail some form of 
activism in pursuit of a claim, request or demand and in response to 
dissatisfaction. However as stated above groups tended to have a very wide 
and fluid view of what was involved in the idea of campaigning and at times 
preferred to refer to what they were doing as awareness or education. 
Understanding the ways that the groups perceived the nature, process and aims 
of these types of activity can help us to clarify the extent of their similarity to 
and difference from health activism groups and new social movements to 
which they have frequently been compared and even at times analogised. It 
also allows us to ascertain their potential effects within the public sphere about 
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which Habermasian theory is itself somewhat ambiguous. On one hand 
Habermas (1987, 1996) supports the campaigning of social movements as a 
means through which to challenge to the status quo as well as to bring 
previously excluded populations into political debate and provide them with 
the experience of acting at the political level. At the same time however he 
warns of the depoliticising effects of interest groups whose focus on their own 
subjective concerns can close them off from broader arguments. Such activity 
can result in greater individual passivity and dependence through its demands 
for increased welfare benefits rather than its concern to engage citizens in 
public debate (Habermas 1987, Houston 2002). The current findings therefore 
provide an opportunity to contribute to this complex area of theory and to gain 
a more nuanced understanding of the range of effects that arise from different 
constructions of the concept of campaigning.  
Influencing services and policy 
Although only one group cited campaigning as their primary aim a number of 
others saw this as an important, if secondary, part of their purpose.  A few of 
the groups were concerned with bringing about change in national policies; 
however this was generally with regard to issues that would also have a direct 
HIIHFWRQWKHLUPHPEHUVDWDORFDOOHYHO,QVRPHFDVHVWKHJURXSV¶LQSXW
involved nothing more than attaching signatures to letters issued by national 
charities. 
Sometimes it might be a letter-writing campaign ± I know last year we 
were asked to write letters to Tony Blair ± we were given copies - all 
we had to do was sign it and send those off. (PH4-key member: I) 
However a few groups took a more active role. In one, the leader had brought 
information about proposed changes to legislation into the group for discussion 
and had drafted a letter on their behalf that was sent out to the local MP. The 
members intended to keep up their pressure for his active support of the 
changes by making further contact with him by letter and if necessary in 
person. A couple of groups had taken action about health and welfare issues 
that applied to a far broader range of conditions that just their own. Again this 
involved making direct contact with MPs. 
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We wURWHWRDOOWKH03V«,PHDQKRZFDQWKH\VD\µ\RX¶OOJHWWKLVIUHH
LI\RXOLYHKHUHEXW,¶PVRUU\LI\RXOLYHLQ/HLFHVWHU\RX¶YHJRWWRSD\
XS¶«LW¶VQRWMXVWVRPHWKLQJWKDWDIIHFWV>WKHFRQGLWLRQ@SHRSOHLWFDQ
be some really major, you know heart disease, cancer. (PH6-key 
member: I)  
As discussed in the previous section the groups tended to view their health 
condition in fairly narrow, individual terms and so it is unsurprising that any 
campaigning in which they participated should focus on access to services 
rather than underlying questions of social justice. Some respondents did 
however display an awareness of how demands pertaining to their own 
condition had to be justifiable within the broader context of overall public 
spending. These groups presented their arguments in terms of efficiency, 
sometimes acknowledging the finite nature of resources in the NHS. 
As many people as possible will visit Parliament and talk to their MPs 
DERXWWKHPRQH\WKDW¶VZDVWHGRQGUXJVWKDWDUHXQQHFHVVDU\««LI
WKHUH¶VPRUHVZLIWWUHDWPHQWWKHQWKLVZLOOKDYHDEHWWHUHIIHFW«QRZ
WKLVGRHVQ¶WPHDQWKDWPRUHPRQH\VKRXOGEHSXWLQWR>WKHFRQGLWLRQ@
but if [the recommendations] are taken on then perhaps more money 
will be saved because a lot of people with epilepsy are often taken into 
$	(DQGWKLVGRHVQ¶WQHHGWRKDSSHQ (PH16-key member: G)  
The group whose primary focus was on campaigning, whilst admittedly being 
concerned predominantly with their own condition, in particular with 
improving specialist diagnostic services, also at times advocated for broader 
UHDFKLQJFKDQJHV7KLVLQFOXGHGWDNLQJDFWLRQDERXWWKH³SRVWFRGHORWWHU\´LQ
service provision as well as the availability of welfare benefits and eligibility 
for free prescriptions.  And even with regards to the services that only affected 
their membership there was an attempt, as with the group quoted above, to 
frame their case more broadly in terms of the efficiency of the whole system. 
Once again this group had used the means of writing to and visiting MPs in 
order to try to achieve their goals. A large part of this type of activity served 
WKHDLPRIVLPSO\³SXWWLQJ>WKHFRQGLWLRQ@RQWKHPDS´,QWKLVWKH\UHIOHFWD
FRQFHUQVKDUHGE\DQXPEHURIWKHJURXSVWKDWZDQWHGWR³UDLVHWKHSURILOH´RI
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their condition and which is indicative of the overlap between campaigning 
and awareness.  
As well as addressing national policies and service delivery issues some 
JURXSV¶FDPSDLJQVIRFXVHGRQWKHDYDLODELOLW\RIVSHFLILFDOO\ORFDOVHUYLFHV
For three groups this involved demands for funding for specialist nurses, both 
for the continued existence of their posts, and also in two cases for them to be 
able to have time allocated to work with service user and community groups. 
$QRWKHUJURXSZDV³SHWLWLRQLQJDJDLQVWWKHFXWV´LQORFDO family services. The 
groups had again used letter writing as their main method, this time to the 
PCT, Strategic Health Authority and to local councils. They had also all either 
attended formal, or arranged informal meetings with the relevant bodies. These 
campaigns had had mixed results, with those that were undertaken in 
conjunction with health and social care practitioners achieving greater success 
that those in which the group was working alone.  
Local issues 
A small number of groups had taken part in campaigns about one-off local 
issues. These issues tended to be identified and the subsequent action 
organised by the groups themselves rather than by national charities or public 
services. Although these campaigns began with very low key requests for 
change they occasionally resulted in members gaining a far broader platform 
from which to have their voices heard. For example, in one group a member 
had gone into a school to complain about the way her disabled son had been 
treated. Her success in achieving the changes she had wanted for him had 
given her the confidence to put forward a broader case asking for changes to 
the ways in which teachers were trained in SEN issues. She was also 
successful in this and the schools in question had subsequently asked her to act 
in a consulting capacity whenever such issues arose. In the same group a 
parent had similarly begun her action with an individual complaint, in this case 
to the driver of the bus on which her child had been bullied. This escalated into 
her and her hXVEDQG¶VDGGUHVVLQJQRWRQO\WKHEXVFRPSDQ\EXWDOVRWKH&LW\
Council who took up her ideas and consequently amended their procedures. 
What is particularly notable in this group is that the members who had taken 
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up these issues were from an extremely disempowered section of society with 
no history or experience of involvement in this type of activity. The parents 
stated how such action would have been inconceivable without the support of 
the group. 
Another group appeared to be at the centre of a succession of campaigns about 
local community issues. 
We find out all different things and we can complain about 
WKLQJV«>PHPEHU¶VQDPH@KDVJRWRWKHUSHRSOHLQWHUHVWHGVRWKHUH¶VD
lot going on at the moment. (PH11-key member: G) 
This group, whose membership was elderly, was particularly concerned with 
crime and community safety. They were currently fighting plans for the 
conversion of a disused shop into an amusement arcade, campaigning for 
EHWWHUVWUHHWOLJKWLQJDQGSUHVHQWLQJGHPDQGVWRWKHORFDOSROLFHWR³FOHDQ up 
WKHDUHD´WKURXJKGHDOLQJZLWKWKH³FULPH´³JUDIILWL´DQG³KRZOLQJGRJV´WKDW
were affecting their members. Their success in engaging local people had 
similarly resulted in their being consulted about such issues by a range of 
public agencies.  
Language and terminology 
Some of the groups whose activities have been described in this section had in 
IDFWDQVZHUHGZLWKDQHPSKDWLF³QR´ZKHQDVNHGZKHWKHUWKHLUJURXSWRRNSDUW
in any campaigning. For example the parents who had achieved changes at 
local schools, as well as one of the groups that had engaged in a sustained 
VHULHVRIOHWWHUZULWLQJWRKHDOWKDXWKRULWLHVZLWKUHJDUGVWRQXUVHV¶IXQGLQJ
ERWKVWDWHGWKDWFDPSDLJQLQJZDVQRWDSDUWRIWKHJURXS¶VUROH7KHVHJURXSV
may simply never have conceived this type of small scale activity as a 
µFDPSDLJQ¶RUSHUKDSVDVDSSHDUHGWREHWKHFDVHZLWKDQXPEHURIRWKHUV
PD\KDYHIHOWWKDWµFDPSDLJQLQJ¶KDGUDWKHUQHJDWLYHFRQQRWDWLRQV0HPEHUV
from two groups for example felt that whilst it was extremely important to 
³KDYHDYRLFH´WKH\KDGQRGHVLUHWREH³ZDYLQJSODFDUGV´,QWKLVWKH\UHIOHFW
VRPHJURXSV¶FRQFHUQGLVFXVVHGDERYHQRWWREHDVVRFLDWHGZLWKRYHUWO\
LGHRORJLFDOODEHOVVXFKDV³SDUHQWSRZHU´2WKHUVDSSHDUHGWRUHJDUG
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µFDPSDLJQLQJ¶DVQRWLQILWWLQJZLWKWKHLUJURXS¶VSRVLWLYHDQGSURDFWLYH
outlook and their desire to affect services from a position within rather than 
extraneous to the system. One group leader, for example, whose group had 
responded to a lack of services by itself adopting the role of provider quickly 
TXDOLILHGKHUDGPLVVLRQRIWKHJURXS¶VFDPSDLJQLQJUROHE\DGGLQJWKDWLWZDV
MXVW³PLOGO\«FDPSDLJQLQJ´$QRWKHUJURXSOHDGHUZKRKDGZDQWHGWR³JDWKHU
DYRLFHLQVRPHXVHIXOFKDQQHOV´DGGHGWKDWWKLVZDV.  
³QRWVRPXFK>WKURXJK@Fampaigning about them as to try to do 
VRPHWKLQJDERXWWKHP«LWZRQ¶WPHDQZH¶OOEHZULWLQJFRPSODLQLQJ
letters to our MP or anything like that  - ,WKLQNZH¶GWU\WREHDELW
more focused and useful. (PH15-key member: G) 
For another group leader who again felt that it was important for the group, 
ZKHUHQHFHVVDU\WR³PDNHDVWDQG´DQGKDGGRQHVRTXLWHGHWHUPLQHGO\RYHUD
QXPEHURIVSHFLILFLVVXHVLWZDVWKHLUUHOLDQFHRQDKRVSLWDO¶VIDFLOLWLHVWKDW
PHDQWWKDWRYHUW³FDPSDLJQLQJ´ZKLFKDQ\ZD\WKH\DSSHDUed to equate with 
troublemaking, was not something they would wish to take part in. 
:HGRQ¶WUHDOO\OLNHWRVWLUXSPXGG\ZDWHUV± ,WKLQNZH¶UHYHU\DZDUH
RIWKHIDFWWKDWZH¶YHEHHQJLYHQWKDWURRPDQGZHGRQ¶WZDQWWRXSVHW
too many people  - we do make a stand ± you know like with the 
OHDIOHW«>EXW@QRZHGRQ¶WOLNHWRVWLUXSWURXEOH. (PH18-key member: 
I) 
Whilst these groups appeared reluctant to be involved in campaigning or at 
least to describe their activities as such, some other groups used this and other 
WHUPVVXFKD³OREE\LQJ´TXLWHOLEHUDOO\WRGHVFULEHDUDQJHRISXUVXLWVZKLFK
appear to be far closer to education or advice than activism. One group for 
instance referred to their hosting of an advice and fundraising stall at an 
awareness event as a form of campaigning. A further couple of groups stated 
that they participated in campaigning through their national organisation when 
LQIDFWWKLVDPRXQWHGVLPSO\WRWKHLUFRQWULEXWLQJWRWKHQDWLRQDOV¶IXQGUDLVLQJ. 
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The society does a lot of campaigns - well we do [get involved] in that 
we send a certain amount of subscription to [them]. (PH8-key member: 
I) 
It appears that many groups either wanted to dissociate themselves from the 
µSURWHVW¶HOHPHQWRIFDPSDLJQLQJRUQRORQJHUVDZWKLVDVEHLQJDQLQWUinsic 
part of it. These groups saw their role as pursuing their aims not by making 
demands from outside the system but by adopting an amalgam of different 
tactics which they could use to negotiate or work within it. One group, which 
had itself begun to act as a service provider, summed up this conflation of 
ideas. 
,GLGKDYHDYLVLRQ«WKHUH¶VWKLVWKUHDGWKDWUXQVWKURXJKZKHUH
children cannot access education ± so mildly ± a mild campaigning 
group because one of our main aims is to educate other people about 
>WKHFRQGLWLRQ@««LW¶V>FRQGLWLRQ@DZDUHQHVV. (PC4-key member: I) 
Having said this however, there was still evidence of the existence of a more 
belligerent attitude within some groups. A number of respondents used words 
VXFKDV³ILJKW´³IRXJKWIRU´³IRXJKWWKHFRUQHU´³ILJKWLQJWKLV´DQG³EDWWOHG´
DQGWKH\VSRNHRIEHLQJ³GLVJXVW>HG@´³YHU\DQJU\´RU³LUDWH´ZLWKFHUWDLQ
attitudes in the medical profession or amongst the media and policy makers. 
We had a battle on there until they made us a bit more of a priority. 
(PH16-member: I) 
We still need to fight for services. (PC3-member: G) 
 
Latent activism 
7KHGLVFXVVLRQDERYHLQGLFDWHVKRZGLIILFXOWLWFDQEHWRHVWDEOLVKJURXSV¶
attitude towards ideas such as campaigning or activism; however even this 
does not express the full complexity of their position. To do this it may be 
KHOSIXOWRHPSOR\0HOXFFL¶VFRQFHSWZKLFKKHXVHVLQWKHDQDO\VLVRIQHZ
social movements. He describes the activism particular to these types of 
DVVRFLDWLRQDVUHPDLQLQJLQD³ODWHQW´VWDWHIRUH[WHQGHGSHULRGVGXULQJZKLFK
176 
 
they may appear to be politically inactive but through which they maintain the 
potential to mobilise at any time (1989 p70). Such a concept may help to give a 
fuller explanation of many of the groups in this study. A number of groups, 
that in most cases were already taking part in consultations as a means of 
getting their voice heard from within the system, appeared to hold the idea of 
more overt, oppositional type of campaigning in reserve. 
Well it depends on what emerges really ± ZHZRXOGQ¶W>UXOHLWRXW@- oh 
no! (Ph15-key member: I) 
,ZRXOGQ¶WUXOHLWRXWLW¶VQRWRIIWKHDJHQGD± if there was something 
that people- that the group felt sufficiently strongly enough about to get 
LQYROYHGZHFRXOG«LIVRPHWKLQJ came along ± if a hot issue came 
along that people would want to do something about ± ZH¶YHJRWVRPH
strong characters. (MH1±member: I) 
Another group that worked very closely with and on the premises of 
mainstream health providers did not see this as preventing them from taking 
DFWLRQLI³VRPHWKLQJFURSVXSWKDW¶VLPSRUWDQW´,QWHUHVWLQJO\WKH\DOVR
belonged to a national charity that had prohibited local branches from getting 
LQYROYHGLQ³DQ\WKLQJWRRSROLWLFDO´DQG\HWRQHRIWKHLUNH\PHPEHUVVWDWHG 
If ZHZDQWHGWRFDPSDLJQIRUVRPHWKLQJZH¶GEULQJLWXSDWWKH$50$
meeting ± ZH¶GVD\\RXNQRZµKRZGRZHJRDERXWILJKWLQJWKLV.¶3+-
key member: I) 
 
Who was involved? Leaders and members 
$VPLJKWKDYHEHHQH[SHFWHGWKHLPSHWXVIRUPXFKRIWKHJURXSV¶
campaigning type activity came from the group leader or a small core of key 
PHPEHUV7KLVUHIOHFWHGWKHGLIIHUHQFHVEHWZHHQOHDGHUV¶DQGPHPEHUV¶
priorities discussed above with regards to consultation. For some group leaders 
FDPSDLJQLQJZDVSDUWRIWKHLU³SHUVRQDOPRWLYDWLRQ´DQGZDVDQDGGLWLRQDO
way of getting their voice heard and of having an influence over policy and 
services which they saw as important functions of their group.  Having said 
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this, efforts were made in most groups to involve the membership in at least 
VRPHDVSHFWVRIWKHJURXSV¶FDPSDLJQLQJ7KLVPLJKWIRUH[DPSOHHQWDLO
discussions at meetings or asking members to sign up to letters to MPs or other 
public agencies. However at times this input could be minimal, in particular in 
affiliated groups, where it was usually simply a matter of adding a signature to 
D³VNHOHWRQ´OHWWHUVHQWE\WKHKHDGRIILFH$QGHYHQLQWKLVNH\PHPEHUV
H[HUFLVHGDQHOHPHQWRIFRQWURORYHUPHPEHUV¶SDUWLFLSDWLRQWRWKHH[WHQWWKDW
any request for such support from the national was addressed to the group 
leader, thus making it their decision as to whether to pass this on to the group. 
In one case these requests tended to come via email which meant that only a 
small number of members were able to be involved. 
We do this via email - ,ZLOOVHQGLWWRWKHP«LILW¶VDSROLWLFDOWKLQJ\RX
FDQVLJQXSDQGZHGRWKDW«WKHIHZZKRDUHRQHPDLODUHDEOHWRGR
WKDW«,DOZD\VOHDYHLWWRWKHFKDLUPDQWRPDNHWKHILQDOGHFLVLRQ. 
(PH5-key member: I) 
Other groups however did attempt to engage their members, for example by 
asking them to write to their local MPs or to visit Parliament. The extent to 
which members were encouraged to get involved might depend on the nature 
of the campaign. In one group whilst it was only the group leaders who visited 
and wrote to MPs regarding national policies, the membership was asked to 
WDNHSDUWLQDORFDOFDPSDLJQUHJDUGLQJVKRSV¶SURYLVLRQRIFKDLUV 
A couple of respondents gave examples of members themselves instigating 
DFWLRQ,QRQHD³\RXQJ ODG´ZDQWHGWRDVVHUWKLVUHVLVWDQFHWRWKHXQIDLUQHVV
that he, and indeed the group, perceived in losing their eligibility for free 
PHGLFDWLRQV+HZDVGHWHUPLQHGWR³ILJKWLWRXW´LQSDUWE\FRQWLQXLQJWRVLJQ
the back of prescriptions indicating such entitlement; whilst the leaders were 
unable to offer him overt support because of their extensive links with health 
SURIHVVLRQDOVDQGDJHQFLHVLQVSLULWWKH\ZHUH³ZLWKKLPDOOWKHZD\´DQGJDYH
KLPWKHLUIXOO³PRUDOVXSSRUW´(YHQDIWHUWKHPHPEHUKDG³HQGHGXSLQFRXUW´
the leadership maintained this support and was keen to let others know about 
his action. 
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It would be great if he wrote something about it for the newsletter 
(PH6-key member: I) 
,QDQRWKHUFDVHWKHJURXS¶VUHOLDQFHRQWKHXVHRIDKRVSLWDO¶s premises for its 
PHHWLQJVPHDQWWKDWWKHOHDGHUFRXOGQRWRSHQO\EDFNKHUPHPEHU¶VOHWWHU
writing campaign against that hospital and the local PCT. Again though she 
SURYLGHGPRUDOVXSSRUWDQGJDYHWKHPHPEHU³IXOOUHLQ´WRSXUVXHKHU
demands. 
National orJDQLVDWLRQV¶FDPSDLJQLQJDFWLYLWLHV 
Nearly all of the affiliated groups in the study stated that their national 
organisation was involved, often extensively, in campaigning activities. This 
was generally for better services, funding and treatment for their condition, but 
it could also be to promote awareness of little known and understood illnesses. 
The affiliated groups stated that they were encouraged to get involved in these 
campaigns. However it seems that this was generally in very limited and rather 
passive ways. Most commonly the groups were asked to support the national in 
letter writing addressed to the government or local MPs. However this 
generally just meant appending signatures to a pro-forma letter or email. 
Sometimes it might be a letter writiQJFDPSDLJQ«DOOZHKDGWRGRZDV
sign it and send those off. (PH4-key member: I) 
Indeed nationals seemed to be somewhat averse to their members developing 
their own ideas about any potentially controversial issue. One key member 
stated that the national to which her group belonged was happy for them to get 
LQYROYHGLQDQ\WKLQJDVORQJDVLWZDVQRW³WRRSROLWLFDO´$QGRQHEUDQFK
leader described how the national organisation only invited local involvement 
in low-key, parochial issues, such as a campaign to lower kerbs, leaving 
important matters to paid officials. 
I think possibly when they were asking for simple matters they would 
ask us to write and would even send a skeleton letter to fill in ± but they 
KDYHQ¶WPXFKODWHO\± ,WKLQNEHFDXVHWKH\¶UHSXVKLQg for more 
expensive medication being available and it being sort of bigger issues 
± VRLW¶VPDLQO\GRZQWR/RQGRQ. (PH9-key member: I) 
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,QVRPHRIWKHJURXSVWKDWKDGVXSSRUWHGWKHLUQDWLRQDOV¶FDPSDLJQVWKURXJK
writing or signing letters there seems to have been very little awareness of 
what they were actually putting their name to.  
,W¶VXVXDOO\DERXWWKHGLVDEOHGDQG\RXNQRZZKHWKHUWKHUH¶VVXIILFLHQW
things for the disabled ± ,FDQ¶WSLQSRLQW. (PH5-key member: I) 
However not all branches adopted this passive role. A couple of the groups that 
were most heavily involved in campaigning, at both a national and local level, 
were affiliated to national charities. At times these branches and their head 
offices worked in partnership together, nationals for example providing advice 
to groups about where to take their demands, or working with them to arrange 
deputations to Parliament. However there could also be tensions in this 
UHODWLRQVKLS2QHNH\PHPEHUGHVFULEHGKRZKLVJURXS¶VFDPSDLJQVZHUHDW
times seen aVDXVXUSDWLRQRIWKHQDWLRQDO¶VDXWKRULW\ZLWKORFDOEUDQFKHV
having to work hard to convince the national organisation of the benefits to 
itself.  
$WWKHPRPHQW,¶PFDPSDLJQLQJIRUWKHKHDOWKVHUYLFHWRMXVWVSRQVRU
[the specialist nurse] to be able to JLYHDVKRUWWLPH«WR«FRPHDQG
talk to carers ± I mentioned that to Head Office at the regional meeting  
- µ\RX¶UHWUHDGLQJRQWRHV¶EXWWKH\¶YHRQO\MXVWUHDOLVHGWKDWWKH
&RXQFLOZLOOSD\IRUWKHLUVHUYLFHV«VRQRZ,¶PFDPSDLJQLQJIRUWKH
Council to fund the national ± VR,¶PQRWWUHDGLQJRQWRHV± but they 
see it as a loose cannon ± but having said that they do respond 
eventually. (PH12-key member: I) 
Indeed one of these groups had even become embroiled in a type of campaign, 
concerning the autonomy of local branches, vis a vis its own Head Office. 
7KH\ORRNHGDWWKDWDQGVDLGµZH¶UHVRUU\EXW\RXFDQ¶WXVHWKRVH¶DQG
ZHVDLGµZK\QRW"¶$QGWKH\VDLGµEHFDXVHLW¶VQRWDUHFRJQLVHGSDUWRI
>WKHQDWLRQDO@¶«DQGLWWRRNPRQWKV¶ battle ± but we won in the end 
(Ph16-key member: G) 
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Developing broader alliances 
As well as working with national organisations a number of groups saw their 
campaigning role, or potential to undertake this role, as being something that 
could best be done in alliance with other interested parties. These alliances 
might simply comprise a few local self-help groups working together in 
response to a specific issue. 
We had a chap from [a local self-KHOSJURXS@FRPHWRVHHXV« «ZH
DOOVRUWRIJRWWRJHWKHUDQGVHQWVLJQDWXUHV«,WKLQNit was quite 
VXFFHVVIXO«,NQRZDORWRISHRSOHZHUHLQYROYHG. (PH5-key member: 
I) 
At a more formal level another group described how it was able to increase its 
impact by building up networks of community based organisations 
what I found worked was to work, not as a solitary group ± becoming 
SDUWRIRWKHUGLVDEOHGJURXSVOLNH'LVDELOLW\3HRSOH¶V$GYRFDF\LQ
1RWWLQJKDPVKLUH«,IRXQGLI\RXZRUNHGLQDVVRFLDWLRQZLWKRWKHU
disabled groups you got more strength ± µXQLWHGZHVWDQGGLYLGHGZH
IDOO¶± that became my motto. (PH16-key member: G) 
A few groups were also collaborating with third sector service providers. They 
were able to use these networks to gather information to buttress their 
demands. For example one group that was campaigning for greater community 
safety was able to. 
)LQGRXWDOOGLIIHUHQWWKLQJV«ZHILQGRXWZKR¶VFRPLQJRXWRISULVRQ
and into the district. (PH11-key member: I) 
Forming alliances of this type also provided a source of political learning, 
helping groups to understand how the system works and how agencies might 
work around issues such as accountability and confidentiality in pursuit of a 
joint cause. 
6RWKHQ>DWKLUGVHFWRUDJHQF\PDQDJHU@VDLGKH¶GKHDUGVRPHWKLQJ
DERXWLWDQGKHFDQ¶WWHOO\RXZKDWWRGR± EXWKHFDQVD\µZHOO if I were 
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DPHPEHURI\RXUV,¶GGRVXFKDQGVXFK¶DQGWKHQWKH\FDQWDNHLWXS± 
RQFHLW¶VEHHQJRWXSE\WKHORFDOV. (PH11-key member: I) 
Groups that took part in clinical advocacy networks, for example for 
neurological or musculoskeletal disorders, similarly saw these associations not 
only as a means through which they could increase the force of their voice but 
also as sites of political learning should they wish to take up their own cause. 
Furthermore, membership of such networks provided an interface and thus 
increased the potential for alliances between, health professionals and lay 
organisations. 
they are a link between ordinary people and the medical 
SURIHVVLRQ«WKDWZRXOGEHWKURXJK$50$LIZHZDQWHGWRFDPSDLJQ
IRUVRPHWKLQJ«ZH¶GVD\\RXNQRZµKRZGRZHJRDERXWILJKWLQJWKLV¶ 
(PH3-key member: I) 
A few groups had already worked in conjunction with health practitioners. 
Indeed the group whose primary purpose was campaigning was organised as 
an alliance between medical and scientific specialist on one hand and people 
affected by the condition on the other. They felt that by working together in 
this way they strengthened the case they could make.  
6RWKHUH¶VQRWDORW\RXFDQWHOOXVDERXWLW± \RXNQRZWKH\FDQ¶WUHDOO\
WXUQURXQGDQGVD\µQRWKDW¶VQRWULJKW¶µ\HVLWLV± we know!¶3+-key 
member: I) 
Other groups had worked, at times very closely, with consultants and specialist 
nurses in their campaigns for better local services. 
We went there and had quite a good chat with the doctor, the 
neurolRJLVW«MXVWWRDVNKLPDERXWWKH1DWLRQDO6HUYLFH)UDPHZRUN±
and he was asking us can we help him campaign for a [specialist] 
QXUVHZKLFKRIFRXUVHZHDJUHHGZLWK«ZHGLGTXLWHYLJRURXVO\. 
(PH16-key member: I) 
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7.4 Local webs of knowledge 
 
In addition to their extensive links with professionals and with publicly funded 
strategy and consultation forums the groups were embedded in much wider, 
frequently more informal, community based networks of knowledge sharing. 
Most groups saw themselves as operating at the heart of their local community 
where they could act as a nexus for the flow of information between different 
stakeholders. The respondents were linked to a huge range of organisations 
including churches, cultural and community groups, voluntary associations and 
other self-help groups giving them the chance to access resources, share ideas 
and learn from each other. 
The importance of the local community 
The groups were generally very keen to stress their identity as community 
based organisations. 
:H¶YHbecome a recognised group in the local community «DQG
through that we are able to do certain things within the community. 
(PH16-key member: I) 
Some even felt that they were at least as well if not better described as a 
³FRPPXQLW\JURXS´UDWKHUWKDQDVHOI-help group. One respondent described 
KRZDQLPSRUWDQWSDUWRIWKHJURXS¶VHYROXWLRQZDVZKHQ.  
 We decided to bring it out into the community. (PC4-key member: G) 
Up until the change of venue that this decision precipitated they had felt that 
they were cut off from many people who might benefit from the group and 
were in danger of becoming exclusive. Instead they wanted the group to be 
accessible to any local person, whatever the extent or nature of their need. 
They hoped their move into town centre premises would make this possible 
and would position the group as a local hub through which support, knowledge 
and ideas could be freely exchanged. 
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Groups felt strongly that they were there to serve local need - this could either 
be at a city level or within a particular district. The groups were able to serve 
their locality in this way because, unlike mainstream public agencies and 
national charities, they understood local people and local issues. One group for 
example stated. 
:H¶UHWKH1RWWLQJKDPEUDQFK«VRWKHORFDOEUDQFK«ZHDUHDEOHWRGR
FHUWDLQWKLQJVZLWKLQWKHFRPPXQLW\«DFKLHYHWKLQJVIRUWKHSHRSOHRI
Nottingham (PH16-key member: G) 
 
Self-help group networks 
This sense of localism did not mean however that the groups were closed off 
from or had no vision or concerns beyond their own immediate vicinity. A 
small number of groups for example had taken the opportunity to expand into 
new districts; indeed it was their local knowledge that allowed them to be able 
to do this. Two of these groups were operating in ex-mining areas of the 
county and had in-depth knowledge of the different traditions, idiosyncrasies 
and even hostilities between geographically close communities. It was this 
understanding that allowed them to communicate with the different 
populations in appropriate ways, something which mainstream providers were 
not always able to do. 
,¶YHKDGDIHZKLFFXSVZLWKRQHVFKRROLQSDUWLFXODUEXWDVLW¶VYHU\
QHZDVDYHQXH«ZKDWKDSSHQVQRZZLWK>WKHJURXS@LVZHPRYH
about ±«± but ± ,FDQ¶WH[SODLQWR you what [the local] people are 
like ± YHU\ZHLUG7KH\ZRXOGQ¶WJRWRWKHFRPPXQLW\FHQWUH. (PC3-key 
member: I) 
Similarly the groups were very keen to develop ties and work with other self-
help groups. This allowed them to pool their resources and knowledge for 
example in attracting better speakers or in sharing trips and outings. They were 
often also able to open up their facilities to other groups which made running a 
broad range of activities such as art or exercise groups more viable. 
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We work with another group called [name] and they put on trips and 
ZHSXWWKHPRQDVZHOOVRZHJRWRHDFKRWKHU¶V. (PC4-key member: I) 
In providing the opportunity for a broader variety of social activities these 
links with other self-help groups also created a wider and more diverse pool of 
people with whom to share ideas and information. One group leader, whose 
PHPEHUVFDPHIURPDQLVRODWHGFRPPXQLW\UHIHUUHGWRWKLVDV³FURVV-
fertilisation.´ 
There is a group that meets on a Wednesday at [place] and the reason 
ZH¶UHOLnked to them is that a lot of our women also go there ± so if 
WKH\¶UHGRLQJVRPHWKLQJWKHQRXUZRPHQZLOOEULQJWKDWLQIRUPDWLRQWR
the group and also vice versa and I think some of their members come 
to our chair exercises ± so there is a lot of cross-fertilisation. (S4-key 
member: I) 
For many groups the possibility of learning from each other was particularly 
important. Experienced groups were very keen to advise and nurture new 
groups or groups that were having difficulties. One respondent had even shared 
the expertise he had gained from his role in his own group by acting as the 
treasurer of another until it was able to appoint its own upon becoming more 
established. Another group leader who had been assisted in getting up and 
running by an existing group was subsequently able to repay the favour. 
,W¶VLQWHUHVWLQJEHFDXVHWKH>QDPH@JURXSWKDW,ZHQWWRVHHDQGWKDW
,¶PQRZVXSSRUWLQJ- the person who leads that at the minute, I have to 
run sessions on her behalf. (MH2-key member: I) 
Members had shared information about a variety of aspects of organising a 
group including constitutions and rules, getting feedback from members, 
fundraising and publicity. In addition they passed on tips to ensure that other 
groups were aware of and could get the most out of facilities and resources that 
were on offer. 
I give them ideas of where to go and what to do and what not to and 
silly things like  - DUH\RXUJURXSGLVDEOHGDQGLIWKHDQVZHU¶V\HV\RX
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JHWLQIRUIUHHDWVRPHSODFHV«>VR@GRQ¶WIRUJHWWRDVN. (PH17-key 
member: I) 
Many of the groups were able to garner these relationships through their 
DWWHQGDQFHDW6HOI+HOS1RWWLQJKDP¶VQHWZRUNLQJHYHQWV7KHVHFRXOGHLWKHUEH
for classes of condition such as mental health or based around aspects of 
running a group such as those for new groups or key members. These events 
ZHUHVHHQDVD³UHDOO\UHDOO\XVHIXO´IRUXPLQZKLFKWRVKDUHNQRZOHGJHDQG
ideas. 
7KHPHQWDOKHDOWKQHWZRUNPHHWLQJ«WKHUHZHUHDWOHDVWRWKHUJURXSV
there sharing how they were running. (MH2-key member: I) 
Community groups and organisations 
As well as their relationships with other self-help groups, the groups were 
frequently linked into a broader network of community associations. This 
included wholly informal member-led groups such as reading, art and theatre 
groups as well as a range of more formal organisations. A number of groups 
had members who were active participants in local churches and their 
committees, as well as in large national charities such as the RSPB, Action for 
Children DQGWKH5DPEOHUV¶$VVRFLDWLRQ,QDGGLWLRQPHPEHUVRIPDQ\JURXSV
ZHUHDFWLYHLQPRUHIRUPDOERGLHVVXFKDVSROLWLFDOSDUWLHVWHQDQWV¶
associations, school governing bodies and the Guides, Brownies and Scouts. 
And again these were seen as two-way channels allowing ideas to flow to and 
from the groups 
You can find out things at one group and then bring it back with you to 
this group. (PH7-member: G) 
So you can share information with other groups you know. (PH15-key 
member: I) 
This information might be of a political nature, as discussed above with 
regards to campaigning. Such communications allowed groups to share 
NQRZOHGJHDERXW³KRZWKLQJVZRUN´)RUH[DPSOHat one meeting, newsletters 
were exchanged with a local political party and a tHQDQWV¶association, ensuring 
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that members were aware of proposed changes in the area. They were then able 
WRIHHGWKHJURXS¶VRSLQLRQVon community issues back out to these other 
bodies. Groups had also used these links as an added means of awareness-
raising through which they could disseminate information about their condition 
RUWKHLUJURXS¶VZRUN. 
,ZDVDWDQRWKHUPHHWLQJDQGVRPHRQHVDLGµRK>QDPH@ZKDW¶V
WKLV"¶«DQGWKH\VDLGµFDQZHERUURZLWWRSXWLQRXUQHZVOHWWHU"¶DQG
six months later KHVDLGµFDQ\RXGRDOLWWOHDUWLFOH"¶ (PH16-member: 
G) 
 
7.5 Summary 
 
Far from acting in an insular way the groups attached fundamental importance 
to building networks within the broader community. They were extensively 
involved in consultations which they saw as a means by which to influence 
services through raising challenging questions and to give patients greater self-
respect through having a voice in processes that affected them. In addition 
participation in such activities provided the opportunity of gaining a better 
understanding of decision making and governance procedures in the NHS. On 
WKHZKROHUHVSRQGHQWVIHOWWKDWWKH\ZHUHRQWKH³VDPHVLGH´DVVHUYLFH
providers and working towards shared goals. Consultation and advocacy 
forums were preferred to protest or campaigning as a means to affect services. 
The groups were generally keen not to be associated with overtly oppositional 
ideological labels and they were far more likely to engage in raising awareness 
about the possibility of living positively with their condition than in making 
demands. Their actions could thus be conceptualised as oriented to the 
promotion of lifeworld autonomy rather than to the types of claims-based 
welfare passivity that are believed to undermine the public sphere. Their 
choice of communicative method also helps to differentiate self-help groups 
from new social movements who tend to place far greater weight on resistance 
and protest (Brown et al 2004, Scambler & Kelleher 2006). Having said this a 
few groups did see campaigning as part of their role, undertaking activities 
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such as writing letters to MPs or visiting parliament. When such campaigns 
were adopted it was usually with respect to the availability of or access to 
services that would affect their members and it was often done in alliance with 
service providers or national organisations. Furthermore a number of groups, 
even those with very close links to health and social care services, did not rule 
out the possibility of more confrontational forms of action if this were deemed 
necessary in the future.  
The groups frequently placed great weight on creating informal links with 
other community organisations, seeing themselves in many cases as 
³FRPPXQLW\JURXSV´DVPXFKDVVHOI-help groups. These relationships acted as 
channels of information, giving the groups the opportunity to keep abreast of 
what was happening in their local area in terms of services and events as well 
as local politics. They were also seen as a resource, providing a breadth of 
skills and experience with respect to starting up and sustaining a self-help 
group.  
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8 Group processes and internal democracy 
 
 Introduction 
Self-help groups have often been described as democratic, non-hierarchical 
and non-bureaucratic in their decision making procedures and internal 
dynamics (Rootes & Aanes 1992, Riessman & Carroll 1995, Adamsen 2002). 
This chapter discusses those factors that have a bearing upon the levels of 
democracy in groups, which contribute to or militate against the development 
of hierarchy and that affect the different ways in which power is used and 
interpreted by members. A key part of understanding this aspect of self-help 
groups lies in the relationships between their leaders and members and the 
UHODWLYHUROHVWKH\SOD\LQGHWHUPLQLQJWKHJURXS¶VGLUHFWLRQSXUSRVHHWKRV
and operation. Consequently the main focus of the chapter will be on these 
relationships, asking questions about the impact they have on inclusivity, 
equality, decision-making and perceptions of group ownership. It will also 
include a discussion of how far the different organisational structures adopted 
by groups can have an effect on their evolution and internal dynamics, as well 
as on their autonomy and freedom to act independently of external agencies.  
7KHLPSOLFDWLRQVRIJURXSV¶LQWHUQDOVWUXFWXUHVDQGGHFLVLRQ-making processes 
are fundamentally important to their theoretical conceptualisation as 
democratising agents in the public sphere. In order to contribute to civic 
discourse the groups must be orientated towards the normative ideals of 
democratic, egalitarian communication that is neither constrained in scope, nor 
distorted in meaning through the abuse of power or the influence of hierarchy. 
6XFKXQUHVWUDLQHGGLDORJXHZRXOGDOVRGHSHQGRQJURXSV¶DEility to articulate 
their own conceptions of need rather than serving the prescribed, strategic ends 
of powerful structures such as public services, national organisations or 
prevailing government agendas. Moreover if organisational forms and 
relationships DUHLQGHHGDFHQWUDODQG³FRQVWLWXWLYH´SDUW0HOXFFLSRI
the process of collective identity formation, it is essential to understand how 
they work and their possible effects in order to properly recognise the extent to 
which any such identity is created.  
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 ?Ǥ ?ǯ 
 
The groups had adopted a range of structural forms. This included two 
registered charities, 12 groups with little structure beyond a recognised leader 
and the occasional ad-hoc office holder, one professionally and one volunteer 
run group and 17 groups with some form of written constitution and formal 
committee. 
Reasons for remaining unstructured 
The majority of unstructured groups were in this form for practical reasons, 
however for a small number of groups, maintaining an informal set up was an 
intentional decision that reflected and was seen as a means of protecting their 
HWKRV,QDFRXSOHRIFDVHVWKLVZDVH[SOLFLWO\DPDWWHURIGHIHQGLQJPHPEHUV¶
equality and guarding against the emergence of hierarchy. 
:HGLGQ¶WZDQWWREHFRPHDIRUPDOEUDQFKZLWKDFRPPLWWHHDQG
ZKDWHYHU«ZHGRQ¶WKDYHRIILFHUVZHGRQ¶WZDQWLWWREHFRPHDELJ
hierarchical agenda driven group ± ZHGRQ¶WZDQWWREHWDONLQJWRHDFK
other formally. (PH15-key member: G) 
For these and a few other groups there was an implicit fear that taking on a 
VWUXFWXUHZRXOGVRPHKRZLQKLELWWKHLUJURXS¶VIUHHGRPDQGLQGHSHQGHQFHWR
pursue the path chosen by members. 
7KHUH¶VQRVWUXFWXUH«,GRQ¶WWKLQNZHZDQWWREHFRQVWUDLQHGE\DQ\
sort of structure. (PC2-member: I) 
These groups had all elected to remain self-funded, suspecting again that 
applying to external funding agencies would embroil them in unwanted 
formality, effectively subjecting them to the authority of systems other than 
their own collective will. 
$QGWKDW¶VDSUREOHPZLWKIXQGLQJ± they expect a certain structure and 
WKDWFRXOGWDNHDJURXSLQDGLUHFWLRQLWGLGQ¶WSDUWLFXODUO\ZDQWWRJR± 
ZKLFKZRXOGDOLHQDWHWKHPHPEHUV«DQGWKHQZHZRXOGQ¶WKDYH
control over our own group. (MH3±member: G) 
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Having said this it appeared that some of these groups were willing to make 
VXEWOHGLVWLQFWLRQVLQWHUPVRIDOORZLQJUHVWULFWLRQVRQWKHLUPHPEHUV¶IUHHGRP
For example one group, despite not wanting to be beholden to funders, had 
free use of hospital premises, which she admitted meant that she had to be very 
FDUHIXODERXW³VWLU>LQJ@XSWURXEOH´E\FRPSODLQLQJDERXWVHUYLFHV$QG
another leader, whilst adamantly opposed to the personal hierarchy that may 
have arisen from the adoption of a formal organisational structure as well as 
from the undue influence of funders, was strongly in favour of having a group 
WKDWZDV³YHU\VWUXFWXUHG´DFFRUGLQJWRWKHUXOHVDQGLGHRORJ\RIDQDWLRQDO
charity to which the group had once been affiliated.  
The effects of formalisation  
The majority of groups that had adopted a formal structure and appointed a 
committee had done so as a condition of a funding application. Some of these 
JURXSVKDGLQLWLDOO\VKDUHGWKHXQVWUXFWXUHGJURXSV¶IHDUVRIIRUPDOLVDWLRQDVa 
driver of hierarchy and abuse of power; however, most subsequently 
acknowledged that the funding application process and concomitant 
formalisation had turned out to have had very little effect on the atmosphere of 
and relationships within their group. Indeed the groups raised a number of 
SRVLWLYHHIIHFWVLQSDUWLFXODULQWHUPVRIPHPEHUV¶SROLWLFDOOHDUQLQJZKLFK
they believed had arisen from the process of undertaking a formal structure.  
<RXJHWWRNQRZKRZWKLQJVZRUN«KRZWKHV\VWHPZRUNV«ZKDWWKH
right buzz-words are - LWZDVTXLWHDOHDUQLQJFXUYH«VRLQDZD\LWZDV
quite useful. (PH7-key member: I) 
In addition, some group leaders felt that conferring official titles was a way of 
JLYLQJUHFRJQLWLRQWRDQGWKXVHPSRZHULQJJURXSPHPEHUVWRJHW³PRUH
iQYROYHG´LQGLUHFWLQJWKHJURXS. 
7RJLYHDELWRIUHFRJQLWLRQWRWKHRWKHUSHRSOH«JLYLQJWKHPUROHVLQ
the group will allow people to get more involved. (MH2-key member: 
I) 
/HDGHUV¶EHOLHIWKDWWLWOHVZRXOGFRQIHUJUHDWHUFRQILGHQFHRQPHPEHUVWRJHW
involved was borne out by those who felt that it had forced them into 
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undertaking responsibilities that they would previously have shied away from. 
One reluctant treasurer stated. 
I took on the role of treasurer - ,GLGQ¶WZDQWWKHMRE«%XW,¶PGRLQJ
OK you NQRZ«,VXSSRVH,ZRXOGQ¶WKDYHGRQHDQ\WKLQJOLNHWKLV«VR
in a way I suppose it pushed me into doing it. (MH5-key member: I) 
Some respondents also believed that undertaking a more organised form was 
YLWDOWRWKHJURXS¶VGLUHFWLRQDQGLGHQWLW\DVDQHQWLty that belonged to the 
members.  
:HZHUHQ¶WJRLQJDQ\ZKHUH«,WZDVUHDOO\GULIWLQJ«\RXQHHG
something to hold it together, to move it on, the first thing is a 
FRQVWLWXWLRQEXW\HDK,WKLQNJLYLQJVRPHRIWKHODGLHVVHWUROHV«
[making them] stakeholders. (PH1-key member: I) 
The level of external funding received by the groups was generally very low, 
ranging in the vast majority of cases from a few hundred to a few thousand 
pounds. Only two groups had obtained significantly higher amounts of money. 
The receipt of funding was widely regarded as having had beneficial effects in 
terms of group autonomy and ethos, with a number of respondents believing 
that it KDGERRVWHGUDWKHUWKDQHQFURDFKHGXSRQWKHLUJURXS¶Vindependence. 
One member described how prior to securing funding their group had been 
UHOLDQWXSRQDORFDOKHDOWKFHQWUHZKLFKKDGKDGDWHQGHQF\WR³HQGXS
FRQWUROOLQJWKHJURXS´7KHLUJUDQWKDGDOORZHGWKHPWRVHFXUHWKHLURZQ
venue, thus enhancing their freedom. AQRWKHUVLPLODUO\IHOWWKDWPHPEHUV¶
stake in and ownership of the group was greatly strengthened by their ability to 
pay for their own dedicated premises. 
,¶PKRSLQJZH¶OODFWXDOO\EHFRPHPRUHSHUVRQDO± it will give us more 
SHUVRQDOVSDFHEHFDXVHLW¶VRXU space. (PC4-key member: G) 
Funding providers had generally left groups to spend their grants in pursuit of 
their own aims, with very little interference beyond their initial requirements 
for the establishment of committees and appointed officers. 
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No WKH\¶YHMXVWOHIWXV- ZH¶YHJRWWKHIXQGLQJDQGLW¶VXSWRXV- WKH\¶UH
KDSS\ZLWKWKDW«,PHDQWREHKRQHVWWKHSHRSOHZKRJLYHXVWKH
money who say yay or nay they ± ZHOOWKH\GRQ¶WNHHSWDEVRQXV.(PC4-
key member: G) 
Despite the perceived advantages of formalisation it seems clear that ultimately 
the ways in which power is exercised in groups is far more dependent on the 
relative strengths of the leaders and members than on its nominal 
organisational status. In the cases where committees and offices were used as a 
means to empower and involve members this was generally in groups where it 
ZDVDOUHDG\WKHOHDGHUV¶LQWHQWLRQWRHQFRXUDJHEURDGSDUWLFLSDWLRQWKHWLWOHV
procedures and policies merely being employed as a tool with which to help 
leaders achieve this. On the other hand in some groups, either the dominance 
of the leaders or the apathy or lack of capacity of the members, meant that 
despite the existence of large, official committees on paper, all the work was 
done by one or two individuals. 
WelOWREHKRQHVWDOWKRXJKWKHUH¶VDELJFRPPLWWHHWKHUHLVPHDQG0UV
>QDPH@«EHWZHHQXVPRVWRIWKHRUJDQLVLQJVLGHLVGRQH. (S4-key 
member: I) 
 
 ?Ǥ ?
ǯ 
 
The groups differed in their attitudes towards having a written constitution as a 
means of expressing and enforcing their rules about internal processes. They 
also derived their rules from a number of different sources including leaders, 
members, national organisations, funding bodies and agencies such as Self 
Help Nottingham. However there was considerable commonality in the 
VXEVWDQFHRIJURXSV¶UXOHVDQGWKHHWKLFDOYDOXHVWKDWWKHJURXSVKRSHGWR
promote through their application. 
Using rules to promote group ethos 
Many of the groups had devised strategies against the possibility of domination 
of meetings by individual members. They clearly felt that to allow any member 
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to monopolise discussions was a contravention of their ethos of equality and 
UHVSHFWIRUHDFKRWKHU¶VYLHZV6RPHJURXSVIHOWDEOHWRSUHYHQWVXFKEHKDYiour 
through the informal means of collective censure. 
1RERG\FDQUHDOO\GRPLQDWH«%HFDXVHWKHRWKHUVFDQMXVWVD\µQRZH
GRQ¶WGRWKDW.¶ (MH1-member: I) 
However others believed that written rules provided greater certainty and 
³VRPHWKLQJWRIDOOEDFNRQ.´ 
:H¶YHKDGDFRXSOHRISHRSOHFRPHWRPHHWLQJVZKRKDYHWULHGWR
FRQYHUWXV«VR>WKHFRQVWLWXWLRQLV@XVHIXOWREHDEOHWRVWRSSHRSOHLI
they go off on their own particular interest or agenda too much. (MH3-
key member: I) 
Amongst these groups formalities such as having a written constitution were 
thus seen as means of nurturing a fair and egalitarian ethos where no one view 
or individual could hold sway. 
3HRSOH>KDGQ¶W@EHHQWUDLQHGWRJRWRPHHWLQJV± people who butt in - 
and whereas they used to rule the roost in the old days, they started to 
become alienated. (PH12-key member: I) 
One group went on to say how written rules could thus act to enhance group 
solidarity and unity. 
«LW¶VLPSRUWDQWDVZHOOWRSUHVHQWDXQLWHGIURQW± when you make a 
decisioQ\RXFDQ¶WKDYHRQHSHUVRQJRRIIDQGVD\VRPHWKLQJDQG
another go off and say something else ± it undermines the group if 
\RX¶UHQRWXQLWHG. (PH7-key member: G) 
Formal rules could also provide the means through which to impose standards 
in an impersonal way that did not undermine the confidence of members or 
encourage an authoritarian approach in leaders. 
,WGRHVWHOO\RXZKDW\RXVKRXOGDQGVKRXOGQ¶WEHGRLQJDQG\RXGR
UHDOO\QHHGWRKDYHWKDWEHFDXVH\RX¶UHQRWKXUWLQJSHRSOHDVPXFK± if 
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WKH\¶UHQRWGRLQJVRPHWKLQJULJKW\RXGRQ¶WZDQWWREHOLNHDWHDFKHU
DQGVD\µ\RX¶UHGRLQJWKDWZURQJ.¶ (PH1-member: I) 
)RUDFRXSOHRIJURXSVWKHHTXDOLW\RIPHPEHUV¶VWDWXVZDVSURWHFWHGE\UXOHV
forbidding or discouraging questions about their educational or employment 
background. 
:HVWDUWWKHPHHWLQJE\UHDGLQJRXWWKHSUHDPEOH«:HGRQ¶WDVN
SHRSOHGLUHFWTXHVWLRQVDERXWZKHUHWKH\¶UHIURPRUZKDWWKHLUSRVLWLRQ
is, what their job is. (MH3-key member: I) 
 
Regulating responsibility for the group 
Although, as discussed throughout the findings, many groups were ambiguous 
UHJDUGLQJWKHLUH[SHFWDWLRQVRIPHPEHUV¶FRQWULEXWLRQWRZDUGVJURXSWDVNVDQG
processes, this was still an area in which some had developed or drafted 
specific rules. Essentially these rules were a means of encoding and expressing 
WKHFHQWUDOHWKRVRI³VHOI-KHOS´WKDWLVWKHPHPEHUV¶GXW\WRDFWLYHO\WDNH
responsibility for themselves and for the group. Again these rules had been 
articulated both informally, through group customs and discussions, or 
formally through official clauses in constitutions and mission statements.  
,¶YHNQRZQRWKHUJURXSVZKHUHSHRSOHMXVWZDQWWRWXUQXSDQGKDYH
VRPHRQHGRLWDOOIRUWKHP«ZH¶UHFOHDUIURPWKHVWDUW- LW¶VDERXW
getting on and doing things. (MH2-key member: I) 
A small number of groups had used their constitution to set out their ethical 
SRVLWLRQZLWKUHJDUGVWRZKDWWKH\UHIHUUHGWRDV³IUHHULGHUV´WKDWLVWKRVH
people whom they saw as abusing the group through accessing trips and 
outings whilst cRQWULEXWLQJQRWKLQJ*URXSVFOHDUO\VDZWKLVDVDQ³DEXVH´RI
WKHJURXSDQGDEUHDFKRIWKHSULQFLSOHVRI³VHOI-KHOS´DQGIDLUQHVVRQZKLFK
their expectations were grounded. 
,QWKHFRQVWLWXWLRQZHGLGVD\LI\RXKDGQ¶WFRPHIRUILYHZHHNVWKHQ
\RX¶UHQRWHntitled to things - EHFDXVHLW¶VQRWIDLURQWKHPHPEHUV± 
WKH\SXWLQDOOWKHVXEVWKH\FRQWULEXWHVRLW¶VQRWIDLURQWKHRWKHU
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ODGLHVDQGLIWKH\GRQ¶WFRPHRQDUHJXODUEDVLVWKHJURXSZRQ¶WNHHS
going. (MH5-key member: G) 
 
The source of rules 
Although 12 groups did not have a constitution, for most of these this was just 
DSUDFWLFDOPDWWHUUHJDUGLQJWKHLUJURXS¶VVL]HRUVWDJHRIPDWXULW\$VPDOO
number of groups however saw the use of written regulations in more 
ideological terms, believing that it was contrary to the ethos of a truly member 
led organisation. These groups believed that ethical dilemmas should be 
resolved through a process of negotiation amongst the members. 
,IWKHUHLVDSUREOHPDGLVDJUHHPHQWZKDWGRHVLWVD\LI\RXFDQ¶WVLW
down and talk it out ± QRZHKDYHQ¶WJRW>DZULWWHQVHWRIUXOHV@± we 
GRQ¶WQHHGLW. (MH6-key member: G) 
However, as discussed with regards to organisational structure, the methods 
used to articulate and enforce rules were always subject in practice to the 
relationship between leaders and members. In groups with less empowered 
members the lack of a constitution did not in itself foster inclusive discussions 
but coincided with rules being created and applied in a rather more 
authoritarian way; 
I have to bang [a GLDU\@RQWKHWDEOHWRPDNHWKHPDOOVKXWXS«DQG,
DOORFDWHWKUHHODGLHVHDFKWLPHWRWDNHWXUQVDQGZHFDQ¶WVWDUWWKH
PHHWLQJµWLOWKH\ZDVKWKHSRWV. (PH11-key member: I) 
Where the groups had a written constitution and policies these had almost 
invariably been drafted in conjunction with or even by an external 
organisation, usually Self Help Nottingham but also health service providers 
and funding agencies, the danger being therefore that it was more a reflection 
RIWKHLUUDWKHUWKDQWKHJURXS¶VYDOXHs. 
[Self Help Nottingham] give us quite a lot of support ± they organised 
the constitution ± what else did they do ± that funny word BME and 
something else. (PH17-key member: I) 
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This was particularly the case for some affiliated groups that had to adopt the 
QDWLRQDORUJDQLVDWLRQ¶VSUHVFULEHGFRQVWLWXWLRQ$WWLPHVJURXSVVDZWKLVDVD
challenge to their individuality and autonom. 
7KHUH¶VDQDWLRQDOFRQVWLWXWLRQZHKDYHWRIROORZ± ZHGRQ¶WKDYHD
ORFDOFRQVWLWXWLRQ«LW¶VDOPRVWDVLIZH¶UHQRWDOORZHGWRVDy or do as 
ZHSOHDVH«,PHDQLW¶VIDUHDVLHUIRUWKHQDWLRQDOLIZHDOOZRUNWRWKH
same model± if we start to have different like you say a different 
character it is far more difficult for them to handle us I suppose. 
(PH16-key member: G) 
Rules such as those that prohibited local branches from participating in 
research activities or organising their own fundraising events were seen as 
stemming from a lack of trust due to which groups, who had been doing such 
things without consequence for many years, felWGHHSO\³LQVXOWHG´
Respondents appeared to believe that by imposing prescriptive regulations, 
nationals were acting to disempower local groups by removing their ability to 
decide for themselves and articulate local needs through their own processes of 
deliberation and discussion. 
,VDLGµVRUU\EXWZH¶UHDORFDOEUDQFKZLWKORWVRILQLWLDWLYHDQG
HQWKXVLDVP¶EXW,GRQ¶WWKLQNWKH\OLNHWKDW± I think they want 
compliant people. (PH12-key member: I) 
Not all affiliated groups saw these rules as constrictive; in practice some were 
given a lot of leeway to pursue their own ends in their own ways. 
We have a big folder which tells us broadly - WKH\¶UHMXVWJXLGHOLQHV«
WKH\¶UHQRWEUHDWKLQJGRZQ\RXUQHFN- we know a lot of [branch 
leaders] and they all have their own ways. (S1-key member: I) 
+RZHYHUZKLOVWWKLVPD\KDYHZRUNHGLQSUDFWLFHLQWKHVHJURXSV¶FXUUHQW
circumstances, the national organisation retained the right to enforce rules that 
ZHQWWRWKHKHDUWRIDJURXS¶VVHOI-determination, such as its choice of leader. 
The respondents quoted above who had run their branch successfully for over 
20 years described how today this would not have been possible. 
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7KDW¶VDVLWXDWLRQWKDWZRXOGQ¶WEHDOORZHGWRKDSSHQWRGD\EHFDXVH
you have to be two years beyond your grief, your loss, before you can 
take on that role.  
 
 ?Ǥ ?ǣǯǯ
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This section will consider the various roles that are played in the management 
and organisation of self-help groups and the processes through which decisions 
are made. This includes decisions about specific, day to day activities as well 
as those at a higher level that determine the direction, ethos and overall 
purpose of the groups. In doing this it will attempt to establish where power 
lies and with whom ownership rests. The section will begin by considering the 
extent of stratification within the groups and the ways in which leaders and 
members perceived their respective roles and differentiated themselves from 
each other. 
Although virtually all the groups had an individual who was seen as the leader 
they differed in how far this person operated alone. In quite a few groups the 
leader worked in very close partnership with one or two others to the extent 
that these were sometimes co-leaders in all but name. In a small number of 
RWKHUJURXSVWKHWHUPµOHDGHUVKLS¶PLJKWEHPRUHDSSURSULDWHDVWKHQRPLQDO
leader effectively ran the group in conjunction with a very active committee. 
:KDWGRHVµJURXSOHDGHU¶PHDQDQ\ZD\± a lot of it is done by a 
SODQQLQJFRPPLWWHH«VRQRWKDYLQJDSHUVRQLQWKHWLWOHRIFKDLULVQRW
DKXJHVHWEDFN,GRQ¶WWKLQNDVORQJDV\RX¶YHJRWRWKHUSHRSOHZKRDUH
fulfilling the roles that are needed. (PH14-key member: I) 
6LPLODUO\ZKHQGLVFXVVLQJµPHPEHUV¶LWLVLPSRUWDQt to note that members of 
the same group differed in how far they were expected to be a part of the 
JURXS¶VPDQDJHPHQWRUGHFLVLRQPDNLQJSURFHVVHV(YHQLQVRPHVPDOOFORVH-
knit groups in which everybody was expected to participate, exceptions were 
made for new members or those with particularly onerous problems. 
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Furthermore many respondents acknowledged that certain types of people 
might want to make use of the group in ways that did not result in any duty to 
take part in its administration - some doing nothing more than receive group 
newsletters. 
>VRPHSHRSOH@MXVWZDQWWRWDSLQIRULQIRUPDWLRQDQGJRDZD\«WKDW¶V
ZKDWZH¶UHKHUHIRU«VRPHSHRSOHPLJKWMXVWZDQWDTXLFNIL[«ZH
GRQ¶WMXGJHSHRSOHE\KRZPXFKWKH\FRQWULEXWHRUKRZPXFKWKH\
GRQ¶W. (PC4-key member: G) 
In all the groups, whatever the nature of their leadership and including those 
WKDWSULGHGWKHPVHOYHVRQWKHLUHJDOLWDULDQVWUXFWXUHDQG³IDPLO\´DWPRVSKHUH
there were a number of, sometimes subtle, ways in which leaders were 
differentiated from the members. 
The status of leaders and members 
3HUFHSWLRQVRIOHDGHUV¶DQGPHPEHUV¶UHODWLYHVWDWXVFRXOGEHFRPSOH[DQG
somewhat ambiguous. At times leaders talked about themselves as part of the 
group; benefitting from the same support processes as the rest, but at others 
they spoke in ways that had the effect of separating them from or perhaps 
elevating them above the regular members. In a small number of cases this was 
quite explicit; these leaders denying their need for the type of support that the 
group provided. 
Oh no ± ,GRQ¶WWKLQNP\RZQJULHYLQJKDGDQ\WKLQJWRGRZLWKWKH
group ± that took place quite separately ± ,¶PQRWUHDOO\RQHIRUJRLQJ
to self-help. (S3-key member: I) 
In one group, the leader had even issued the key members with official group T 
shirts. She clearly understood the effect this could have in terms of creating 
hierarchy within the group and the tensions to which this gave rise. 
,¶PDOUHDG\DZDUHSHRSOHDUHORRNLQJDWXVGLIIHUHQWDQG,SXWWKDW
down to the T shirts becausHUHFHQWO\ZH¶YHKDG7VKLUWVPDGH- only 
IRUWKHILYHPDLQRQHV«DQGLW¶VFKDQJHG>KRZSHRSOHVHHXV@VR,¶P
WHOOLQJWKHPZH¶UHVWRSSLQJZHDULQJWKH7VKLUWVEHFDXVH«SHRSOHDUH
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WUHDWLQJXVGLIIHUHQW«LWPDNHVXVORRNOLNHQXWULWLRQLVWVDQG1+6. 
(PC3-key member: I) 
However subsequent visits to the group confirmed that the T shirts were still 
being worn.  
Although the data have not been subjected to a full pronoun analysis such as 
WKDWXQGHUWDNHQLQ+RGJH¶VVWXG\RIKLHUDUFK\ZLWKLQVHUYLFHXVHU
groups, the responses reveal an interesting tendency for leaders to refer to 
members in the third party and as distinct from themselves, commonly talking 
DERXW³WKHP´DQG³WKHLU´UDWKHUWKDQµZH¶DQGµRXU.¶ 
7KH\¶UHYHU\KDSS\«\HVWKH\GRWHOOPHZKDWWKH\Zant. (PC1-key 
member: I) 
6RPHRIWKHPQHHGSXVKLQJDELJSXVK«WKH\¶YHJRWDQLQQHUILJKWZLWK
themselves. (MH5-key member: I) 
One leader, in attempting to portray his equality with them admitted, ³,¶OOOHDUQ
a lot from the members´- interestingly though, by not referring to the other 
members or to their learning from each other he did not seem to regard himself 
IXOO\DVRQHRIWKHP+HZHQWRQWRGHVFULEH³WKHLU´SUREOHPV 
So the people who come to the group generally have got ± not many 
IULHQGVWKH\¶UHTXLWHLVRODWHGRULIWKH\GLGKDYHUHODWLRQVKLSVWKH\¶YH
lapsed due to their anxiety and depression. (MH2-key member: I) 
$FRXSOHRIJURXSOHDGHUVVWDWHGWKDWWKH\³WRRNWKHP´RQWULSVVXJJHVWLQJD
more active role for themselves and a more passive one for that of the 
PHPEHUV2WKHUVWDONHGDERXWGRLQJWKLQJVIRU³WKHP´RUJUDQWLQJWKHP
permission to do things themselves, even at times suggesting their bestowal of 
the group upon the members ± LWEHLQJ³WKHLUV´DQG³\RXUV´UDWKHUWKDQ³RXUV.´ 
I said they should have a constitution that better reflected their 
aims.(S4-key member: I) 
,WKLQNLW¶VLPSRUWDQWLI\RXKDYHDQLGHDWROHWWKHPUROOZLWKLW«LW¶V
their group. (PC4-key member: G) 
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+DYLQJVDLGWKLVWKHFRPSOH[LW\RIOHDGHUV¶LGHQWLW\ZLWKLQWKHJURXSs is 
indicated by the fact that the very same people would at times speak in very 
inclusive ways about activities that bound them to the members. 
About eight of us, we all went on a two day training course for 
HPSRZHULQJSDUHQWV«WKDWZDVVRPHWKLQJWRJHWKer as a group. (PC4-
key member: I) 
In one of the groups quoted above the leader even included the rest of the 
members in taking credit for achievements in which it was clear they had taken 
little or no direct part. 
,WKDVZRUNHGRXWIRUXVZHDUHOXFN\«ZH¶YHJRWIXQGLQJ± we 
PDQDJHGWRJHWDURRP«ZH¶YHGRQHIDQWDVWLF«ZHQHJRWLDWHGWKHUHQW
± we got it half the price they asked. (MH5-key member: I) 
 
/HDGHUV¶EDFNJURXQGH[SHULHQFHDQGVNLOOV 
A number of group leaders had a professional background in health and social 
care. This included three nurses, two social workers, two community workers 
and six teachers. Other leaders had undertaken counselling and group 
facilitation courses. They tended to see this experience as providing them with 
skills that were not necessarily shared by other members and which thus gave 
them a unique role within the organisation of the group 
 >/HDGLQJDJURXSLV@QRWVXLWHGWRHYHU\ERG\«$OORXUOLYHVZH¶YH
dealt with people  - ZH¶UHWHDFKHUVVRDOVR\RX¶UHDUWLFXODWHXVHG to 
WDONLQJWRSHRSOH«\RX¶YHJRWWREHDUWLFXODWH\RX¶YHJRWWRKDYH
RUJDQLVDWLRQDOVNLOOV«ZH¶YHKDGSHRSOHFRPHIRUZDUG«ZKRFOHDUO\
are totally unsuitable. (S1-key member: I) 
These leaders often derived personal benefits from and appeared to have been 
empowered by the ability to use the skills and experience that they had 
accumulated prior to their diagnosis or life changing event. 
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running and being part of the committee again it just gave me some 
sort of focus and it gave me colleagues again ± when yoX¶YHZRUNHGDOO
\RXUOLIH\RX¶UHXVHGWRDVHWRIFROOHDJXHVDQGWKDWKDGDOOJRQHDQG
DOVRLWKHOSHGEXLOGXSP\FRQILGHQFHEHFDXVH«LW¶VDELJWKLQJ± so 
to have colleagues again. (PH14-key member: I) 
Members similarly felt that the leaders possessed skills, knowledge and 
experience that the group needed in order to thrive and develop.  
We would miss them - not only for their leadership but also for their 
NQRZOHGJHRIWKHV\VWHP«>RQHRIWKHOHDGHUV@GRHVWKHIXQGLQJ
DSSOLFDWLRQVDQGVKH¶VYHU\JRRGat it. (MH1-member: I) 
And their professional status could give groups additional prestige and 
provided them with contacts that allowed them to grow and progress. 
[name] got in touch with them - DQGLWDOZD\VKHOSVZKHQKHVD\Vµ'U¶
± LW¶VQRWULJKWEXWLW DOZD\VKHOSV«ZHZHUHQ¶WUHDOO\JRLQJWRJHW
PXFKELJJHUZKHUHDV>QDPH@KH¶VJRWORWVDQGORWVRIFRQWDFWVDQGKH
can really get things moving. (PH6-key member: I) 
At the same time the regular members of a few groups were deemed to lack 
certain skills or the attributes required to successfully contribute to running a 
group.  
Not all parents are ready ± \RXQHHGFRQILGHQFHWRUXQDJURXSLW¶VD
ELJVWHS«WZRRIWKHSDUHQWVRQWKHFRPPLWWHHDUHVSHFLDOQHHGV
WKHPVHOYHVVR,FDQ¶WJLYHWKHPDORW«,KDYHto be careful. (PC3-key 
member: I) 
,QVRPHFDVHVPHPEHUV¶ODFNRIFDSDFLW\VWHPPHGIURPWKHFRQGLWLRQ
situation or characteristics shared within the group. Lack of sight, physical 
mobility, good mental health, speech skills and particularly old-age were all 
VHHQDVUHDVRQVIRUPHPEHUV¶OLPLWHGDELOLW\WRSDUWLFLSDWHLQJURXSWDVNV7KDW
leaders were still able to do so despite similar symptoms reinforced the image 
of them as being more resilient and better able to cope. 
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The group members are too traumatised to even be involved in 
DQ\WKLQJOLNHWKLV«QRWKH\¶UHQRWUHDG\DQGHYHQLIWKH\ZHUHUHDG\
LW¶VWRRPXFK. (S3-key member: I) 
In addition both members and leaders felt that the latter, being more 
³DUWLFXODWH´DQGZLOOLQJWR³VSHDNWRDQ\ERG\´ZHUHEHWWHr qualified to act as 
WKHJURXS¶VVSRNHVSHUVRQ7KLVDOORZHGOHDGHUVWRJRRXWDQGGHYHORSXVHIXO
links which might include negotiating cheap prices for venues, securing 
funding or ensuring that national organisations were sympathetic to local 
JURXSV¶QHHGs. 
,IZHQHHGDVSRNHVSHUVRQZH¶OODOZD\VORRNWR>QDPH@± if we need 
someone to talk on our behalf because she can tend to put things over 
ZKHUHDORWRIXVFDQ¶W. (MH5-key member: G) 
,ZDVWKHRQHKDYLQJGLVFXVVLRQVZLWK>WKHQDWLRQDO@«,PDGHWKH
OLQNV«, WDONHGWRWKHUHJLRQDORUJDQLVHUWRJHWZKDWRXUFKRLFHZHUH«
>WKHJURXS@ZDVQ¶WNHHQRQORWVRIVWUXFWXUHDQGIRUPDOLW\DWWKDWVWDJH. 
(PH15-key member: I) 
 
/HDGHUV¶DOWUXLVWLFPRWLYDWLRQ  
7KHUHZDVDVWURQJHOHPHQWRISKLODQWKURS\LQPDQ\OHDGHUV¶perception of 
their role. This was often in conjunction with their having themselves gained 
support from the group although for some leaders this support had been of 
secondary importance. 
0\DWWDFNVKDGEHHQFRQWUROOHGE\WKDWWLPH«QRZ,IHHODEOHPRUHWR 
DFWXDOO\KHOSWKHSHRSOHZKRDUHVWLOOVXIIHULQJ«,ZDQWWRKHOSRWKHU
service users so it was a sense of vocation. (PH16-key member: I) 
Of course what differs in these situations from typical voluntary activity is that 
WKHVHOHDGHUV¶DELOLW\WRRIIHUVXFh help stemmed from their own experience of 
the condition or situation that members faced. They were thus not simply 
acting as an extraneous benefactor but as an intrinsic part of any processes of 
collective identity formation that emerged within the group. 
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<RXIHHOIRUWKHVHSHRSOH«,ZDQWHGWRKHOS«LI,FDQKHOSDQ\ERG\
WKURXJKZKDW,¶YHEHHQWKURXJK. (PH18-key member: I) 
The need for such an altruistic approach appeared to stem, at least in part, from 
OHDGHUV¶WHQGHQF\WRVHHPHPEHUV¶QHHGVDVJUHDWHUDQG as more complex than 
their own. 
The parents of children with [the condition] can sit in very dark 
KROHV«,PHDQ,PXVWDGPLW,¶PQRWRQHRIWKRVHSDUHQWV«,DOZD\VVHH
the positive side. (PC4-key member: I) 
To members this self-confidence and positive attitude meant that leaders were 
seen as role models, providing examples of resilience and the possibility of 
coping and even thriving with a serious health condition. They were thus 
frequently held in high esteem. 
[Name] was a very strident sort of person, sKHGLGQ¶WVHHZK\VKH
should be a second class citizen ± VKHZDQWHGWREHDWWKHIURQW«VKH¶V
a very positive person. (PH1-member: I) 
7KLVDGPLUDWLRQZDVSDUWO\DUHVSRQVHWROHDGHUV¶SHUFHLYHGFRPPLWPHQWWRWKH
group and their achievement in having established it, something that members 
felt very few people could or would be willing to do, and which hence gave 
leaders an additional stake in the organisation. 
&UHGLWWRWKHPWKH\¶YHNHSWLWJRLQJUHDOO\- because it is a problem I 
think with any group, taking responsibility for doing whatever needs to 
EHGRQH«WKH\SHUVRQDOO\KDYHDELJVWDNHLQLW«WKH\¶UHYHU\
FRPPLWWHGDQGWKH\¶UHERWKYHU\FRPSHWHQW. (MH1-member: I) 
However for a few leaders the altruistic desire to help could stray into an 
overtly paternalistic attitude towards group members, their own benefits 
FRPLQJIURPWKHPHPEHUV¶DSSUHFLDWLRQRIWKLVUDWKHUWKDQIURPWKHLU
reciprocated support. 
,IHHOOLNH,¶PGRLQJVRPHWKLQJIRUVRPHERG\«WRVHHVPLOHVRQWKH
IDFHV«VRPHRIWKHPDUHOLNHmy children. (PH11- key member: I) 
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At times this could thus result in leaders seeing themselves as better able than 
WKHLUPHPEHUVWRDVFHUWDLQWKHODWWHUV¶QHHGV)RUDVPDOOQXPEHURIJURXS
members this was positively welcomed, reflecting their desire for dependence.  
:KHQ>QDPH@UDQLW>QDPH@GLGHYHU\WKLQJ«VKHWRRNHYHU\WKLQJRQ
KHUVHOI«VKHZDVIDQWDVWLFIRUWKHJURXS««,UHO\DORWRQRWKHU
people so I think [name] was good for me as a person. (PH1-key 
member: I) 
Although neither leaders nor members generally advocated such a dependant 
attitude, respondents did tend to value strong leadership. This was the case 
even amongst groups with very empowered members and committees. 
 6KH¶VYHU\HQWKXVLDVWLF«VKHLVWKHSRZHUUHDOO\. (PH3-key member: I) 
Even when this strength amounted to dominance it was perceived as bringing 
advantages to the group ± indeed one respondent believed that without it the 
group might not have existed at all. 
:H¶YHJRWRQHOHDGHUZKR¶VYHU\IRUFHIXOPD\EHWKDW¶VZK\WKHJURXp 
JRWIRUPHGLQWKHILUVWSODFH«,WKLQNWKHGRPLQDQFHWKDWWKLVSHUVRQ
has is more of an asset than a drawback. (MH1-member: I) 
,QWHUHVWLQJO\RQHRIWKHZD\VLQZKLFK³GRPLQDQFH´RUVWURQJOHDGHUVKLSZDV
exercised in these groups was in enforcing the groXS¶VµVHOI-KHOS¶HWKRV
according to which all members were under a duty to contribute. It was thus a 
PHDQVWKURXJKZKLFKWRIRVWHUERWKHPSRZHUPHQWDQGPHPEHUV¶RZQHUVKLSRI
the group.  
6KH¶VLQFKDUJH«LILWGRQ¶W>JHWGRQH@VKH¶OOVRRQVKRXW«ZHDUH
iQGHSHQGHQW«GRLQJWKLQJVRXURZQZD\. (PH15-member: G) 
It should be noted that there were also occasionally attempts to minimise the 
stratification of leaders and members. This was expressed through a reluctance 
WRXVHWKHWHUP³OHDGHU´0HPEHUVRIDIHZgroups were very hesitant when 
asked who held this role. 
 [Name] I think, but um yes um yes. (PH7-member: I) 
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A small number of leaders also shied away from the title, preferring 
³IDFLOLWDWRU´³FRRUGLQDWRU´RU³FRQWDFW´LQVWHDG,QDIHZFDVHVWKH\RFFXSLHd 
the position at the head of their group very reluctantly. 
,ZRXOGFDOOP\VHOIWKHFRQWDFW«,WHQGWREHWKHRQO\ORQJWHUP
PHPEHUWKHUHVRLW¶VRIWHQGRZQWRPHWRNHHSVRPHVRUWRIRUGHU«,JHW
ODQGHGZLWKVRUWLQJWKLQJVRXW«,¶PWKHRQO\SHUVRQZKRNQRws what 
goes on. (MH3-key member: I) 
 
Participation in group tasks 
5HVSRQGHQWVIURPPDQ\RIWKHJURXSVVKDUHGWKHYLHZWKDW³WREHDWUXHVHOI-
KHOSJURXS´LWZDVLPSHUDWLYHWKDWPHPEHUV³KDYHWRFRQWULEXWH´7KLVPLJKW
EHZLWKUHVSHFWWRWKHJURXS¶VVXEVWDntive aims of providing support but it 
could also involve a duty to contribute to the tasks involved in organising and 
maintaining the group. 
To be a true self-help group, the groups should do it themselves and get 
the membership of the group to organise it ± to set it up ± to find people 
that are keen to want to do it. (S2-key member: I) 
Some groups had achieved a balance of input with which they were very 
satisfied; with a few members contributing to the organisational structure 
through taking on committee roles whilst others took part in more practical 
ways such as making teas or posting newsletters. These jobs were often 
SRUWUD\HGDVDQHTXDOO\YDOLGFRQWULEXWLRQWRWKHJURXS¶VIXQFWLRQLQJ. 
,PHDQZH¶YHJRWPHPEHUVZLWKOLPLWHGOLWHUDF\«EXWWKH\contribute 
in other ways ± they get people to come on the trips and they, they do 
contribute. (MH1-member: I) 
 These groups, although sometimes admitting that greater involvement in 
RUJDQLVDWLRQDOUROHV³ZRXOGEHWKHLFLQJRQWKHFDNH´IHOWWKDWWKHOHYHO of 
PHPEHULQSXWDGHTXDWHO\VHUYHGWKHLU³VLPSOHQHHGV´,QDGGLWLRQWRVDWLVI\LQJ
their practical needs, shared involvement in group tasks may have contributed 
WRWKH³VROLGDULW\´DQGFRRSHUDWLYHDWPRVSKHUHLQWKHVHJURXSV. 
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$QGLW¶VHDV\EHFDXVHHYHU\RQHchips in ± if we say we need something 
GRLQJWKHQHYHU\RQHKHOSV«,FDQMXVWULQJDQ\RQHDQGVD\µFDQ\RX
do this or that.¶3+-key member: G) 
However whilst some groups had managed to achieve this ethical ideal of 
collective involvement, a range of factRUVDIIHFWHGRWKHUV¶DELOLW\WRSXWLWLQWR
practice. Firstly it was not always clear what was expected of members. On the 
one hand it was felt that self-KHOSZDVDERXW³HYHU\ERG\WDNLQJUHVSRQVLELOLW\´
UDWKHUWKDQ³RQHSHUVRQGRLQJHYHU\WKLQJ´KRZHYHUVRPe of the leaders that 
espoused this philosophy also felt that people had a right to use the group 
according to their own needs with no corresponding duty towards its upkeep. 
3HRSOHKRSHIXOO\DUHLPSURYLQJDQGPRYLQJRQ«PRVWPRYHRQ
which I think is the healthy thing to do ± it makes it more difficult to 
UXQWKHJURXS«EXWLW¶VPRUHSRVLWLYH. (PH14-key member: I) 
,WDOVRDSSHDUVWKDWWKH³VHOI-KHOS´HWKRVHVSRXVHGE\OHDGHUVZDVQRWDOZD\V
VKDUHGE\WKHJURXSV¶PHPEHUV6RPHRIWKHOHDGHUVZKRKDGWKHmost 
H[SOLFLWO\DUWLFXODWHG³VHOI-KHOS´SKLORVRSKLHVIHOW 
3HRSOHLQJHQHUDOGRQ¶WVHHPYHU\NHHQWRGRDQ\WKLQJ«WKHDFWXDO
VWUXFWXUHWKHPDLQWHQDQFHRIWKHJURXSQRERG\ZDQWVWRGRLW«LW¶V
very difficult to persuade people. (MH3-key member: G) 
IndeeGZKDWVHHPHGFRPPRQWRDQXPEHURIJURXSVZDVPHPEHUV¶UHOXFWDQFH
WRWDNHDQ\³DFWXDOUHVSRQVLELOLW\´E\DGRSWLQJFRPPLWWHHUROHVRUXQGHUWDNLQJ
administrative tasks. This meant that in many groups most of the 
organisational work was done by a small group RI³FRUH´PHPEHUV. 
7KHUHDUHIHZSHRSOHOHIWWRUXQWKHVHVRUWVRIWKLQJV«LW¶VRQO\DIHZ
of us  - I mean the whole group would be better if we could get them 
>LQYROYHG@«WKH\GRQ¶WUHDOO\ZDQWWRKDYHWRUXQWKHVHWKLQJV. (PH1-
member: I) 
Leaders addreVVHGPHPEHUV¶UHOXFWDQFHWRXQGHUWDNHWDVNVRUJHWLQYROYHGLQ
WKHJURXS¶VRUJDQLVDWLRQLQYDULRXVZD\V,QDVPDOOQXPEHURIFDVHVWKH\
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simply gave up and, for the sake of keeping the group alive, took all the 
responsibilities upon themselves. 
Still nobod\¶V± DOOWKHZRUN¶VODQGHGRQPH«,¶YHDVNHGDERXW\RX
know - does anybody want to be responsible for the money or for the 
application forms for the grant- but nobody did. (PC1-key member: I) 
Some leaders however took a far more proactive approach to ensuring 
PHPEHUV¶LQSXW,QWHUHVWLQJO\LWZDVRIWHQWKHVWURQJHVWHYHQDWWLPHV
³GRPLQDQW´OHDGHUVZKRJRWWKHEHVWUHVXOWVLQWKLVUHJDUG7KHLUVXFFHVVZDV
DFKLHYHGWKURXJKDPL[WXUHRIFDUURWDQGVWLFNWKDWUHIOHFWHGWKHVHOHDGHUV¶
understanding of the factors that prevented members getting involved. Where 
leaders suspected apathy an uncompromising approach was adopted. 
I refuse to take that role myself ± WKH\¶YHJRWWRWDNHUHVSRQVLELOLW\IRU
WKHJURXS«,¶PSHUIHFWO\ZLOOLQJWREHRQWKHFRPPLWWHHEXWQRWto take 
all the responsibility (PH1-key member: I) 
However, more commonly these leaders were aware that it was a lack of 
confidence and experience, coupled often with the debilitating symptoms of 
their condition that prevented members from taking a more active part in the 
group. They therefore coaxed and encouraged the members to get involved in 
ZD\VWKDWZHUHLQGLYLGXDOO\DSSURSULDWHDQGUHIOHFWHGPHPEHUV¶VNLOOVDQG
personality. This might involve conferring official roles where leaders felt it 
would boosWPHPEHUV¶VHOI-belief. 
,NQHZWKH\¶GEHUHOXFWDQWWRFRPHIRUZDUGIRURIILFLDOSRVLWLRQV«,
GLGLWYHU\OLJKWKHDUWHGO\«DQGRQHRIWKHPXPVZDVVD\LQJµ,¶OOORRN
DWVRUWLQJVRPHWKLQJRXWIRUWKHVXPPHUKROLGD\V¶DQG,ZHQWµIDQWDVWLF
[name], put [naPH@GRZQDVSURMHFWPDQDJHU¶ (PC4-key member: G) 
In getting members involved in this way leaders not only reduced the burden 
on themselves but helped to create a more collective ethos with strong feelings 
of ownership amongst the members. 
We all do a bit GRQ¶WZH-EXW,WKLQNZHDUHLQGHSHQGHQWDUHQ¶WZH- 
GRQ¶W\RXWKLQNRQWKHZKROH- doing things our own way you know 
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LW¶V«LWPLJKWWDNHXVDOLWWOHORQJHUEXWZHJHWWKHUHLQWKHHQG. (PH15-
member: G) 
+DYLQJDQLQSXWLQWRJURXSV¶RUJDQLVDWLRQDQGDWOHDVW some types of tasks, 
also provided a means of empowerment and political learning for members.  
,¶PGRLQJRN\RXNQRZ«,VXSSRVH,ZRXOGQ¶WKDYHGRQHDQ\WKLQJOLNH
WKLV«VRLQRQHZD\,VXSSRVHLWSXVKHGPHLQWRGRLQJLW. (MH5-key 
member: I) 
And in this way it could be said to decrease any inequality in status between 
members and leaders, especially in those cases where members went on to take 
increasingly responsible roles that might previously have been the preserve of 
the leader. In a few groups for example, members had progressed from helping 
with very mundane tasks to being trusted to take on jobs that involved the 
presentation of the group within the public domain. 
:KHUHWKHUH¶VEHHQDIXQGLQJFULVLVDQGWKHPHPEHUVKDYHKDGWRJHW
involved in fXQGUDLVLQJWKDWZDVUHDOO\HPSRZHULQJIRUWKHP«SHRSOH
KDYHVWHSSHGXSDQGUHVHDUFKHGWKLQJV«WKH\¶YHDVNHGWRDWWHQG
WUDLQLQJKHUH«DQGRWKHUVKDYHSXWWKHPVHOYHVGRZQIRUPDUNHWLQJ
and promotion. (MH2-key member: I) 
It should be noted that not all respondents shared the view that members 
should be involved in running the group or contributing to its tasks. A very 
small number clearly felt that their members lacked the capacity to take part 
DQGIHOWWKDWWKLVGLGQRWKDYHDQHJDWLYHLPSDFWRQWKHJURXS¶s efficacy. 
:HKDYHQ¶WJRWDFRPPLWWHH«WKHJURXSPHPEHUVDUHWRRWUDXPDWLVHG
to even be involved. (S3-key member: I) 
For a couple of other group leaders however there was a little more tension 
inherent in their approach to running the group. And whilst they paid lip 
service to the ideal of member involvement, were unwilling to relinquish any 
FRQWUROQRWRQO\RYHUWKHJURXS¶VRUJDQLVDWLRQEXWHYHQWULYLDOWDVNVVXFKDV
making teas and opening up venues. 
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With them as parents doing it - how would you manage the finances if 
WKLQJVZHQWZURQJ«ZH¶YHJRWDFRXSOHZKRDOZD\VFRPHWRWKH$*0
DQGVD\µ,ZDQWWREHPRUHLQYROYHGEXW\RXFDQQHYHUJHWKROGRIWKHP
DQGWKHQWKH\GRQ¶WWXUQXS«,OLNHWRNQRZZKDW¶VJRLQJRII«DWOHDVW
LI,GRLWP\VHOI,NQRZLW¶Vdone. (PC3-key member: I) 
,QWHUHVWLQJO\DOWKRXJKPHPEHUV¶LQYROYHPHQWLQWKHJURXSV¶WDVNVDQG
organisation was said to promote a sense of collective ownership, it does not 
appear that a lack of this type of input will necessarily impede such feelings. 
Although the members of a couple of these groups did seem to have little 
DZDUHQHVVRIWKHJURXSDVEHLQJµWKHLUV¶VKRZLQJOLWWOHFRPPLWPHQWWRLWRU
seeing it as a service akin to those provided by public agencies. 
 People just come and go as they need the service. (S3-key member: I) 
 In four other groups the opposite was true. Here the members had a strong 
VHQVHRIRZQHUVKLSUHIHUULQJWRWKHJURXSDV³DQRWKHUIDPLO\´RUD
³FRPPXQLW\.´ 
When group started as self-help group we thought we need support 
worker «RWKHUJURXSDOOWKHWLPHWKHZRUNHUGRLQJHYHU\WKLQJDQG
WHOOLQJ\RXZKDW\RX¶UHGRLQJ- QRZLVDORWGLIIHUHQW«OLNHDQRWKHU
family you got here. (MH4-member: G) 
 
8.4 Decision making 
 
The groups were involved in making decisions of various levels of importance 
DQGDERXWDUDQJHRIPDWWHUV7KHVHUDQJHGIURPVWHHULQJWKHJURXS¶VRYHUDOO
direction and evolution to more day to day matters such as choosing where to 
go on outings or whom to invite as speakers. Respondents tended not to 
distinguish between these levels when talking about decision making; however 
it was clear that in nearly all groups different types of decision got made in 
different ways with varying levels of input from members and leaders. 
'HWHUPLQLQJWKHJURXS¶VGLUHFWLRQ 
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*URXSV¶RYHUDOOpurpose and the intended route of their evolution, despite 
being of fundamental importance, were often not determined through 
purposive acts of decision making. Instead they appeared to be agreed upon in 
a more implicit way. In many groups, a lot of which had been running for a 
QXPEHURI\HDUVWKLVZDVEHFDXVHWKHJURXS¶VLQLWLDODLPVWKDWLVWRRIIHU
support, social activities and information to members, had remained 
XQFKDQJHGJURXSVVLPSO\ZDQWLQJWR³UROORQ´DVWKH\DOZD\VKDG7KH
continued attendance of members and the benefits they gained amounted to 
their tacit satisfaction with the status quo. It was generally enough to for 
leaders to confirm this periodically through informal questioning at meetings. 
We said look be honest is there any way we could improve it - and they 
FRXOGQ¶W«± DQGLI\RX¶YHJRWVRPHWKLQJWKDW¶VVXFFHVVIXOGRQ¶WNQRFN
it. (PH4-key member: I) 
Having said this it had occasionally been necessary even for these groups to 
take a more active stand with regards to affirming their desire to adhere to their 
original path. This situation had arisen when individual or small groups of 
members had tried to redirect the group towards their own ends, and it usually 
resulted in attempts at compromise. For example two groups decided to 
alternate meetings thus allowing both the original purpose and that favoured by 
the minority to be pursued. The leaders of these groups felt that the decision 
PDNLQJSURFHVVKDGLWVHOIEHHQYDOXDEOHLQFODULI\LQJWKHJURXS¶VGLUHFWLRQ
through overtly democratic means that reflected their ethos of inclusivity and 
³IDLUQHVV.´ 
He was trying to take it in a direction that perhaps upwards of two 
WKLUGVRIWKHJURXSGLGQ¶WZDQWWRJR«ZKLOVW>WKHQHZPHHWLQJ
arrangements] offered a compromise by allowing meetings for 
[therapeutic exercises] it also clearly defined the group in terms of its 
broader social role. (S2-key member: I) 
In a few instances, generally where groups were begun by a number of 
individuals, the process by which their direction was decided was arrived at 
collectively, with all those members who were there from the start taking part 
LQGLVFXVVLRQVDERXWWKH³ZD\IRUZDUG.´This was despite the fact that their 
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initial preconceptions of what the group was for may have differed. These 
groups saw the process RIFRPLQJWRDQDJUHHPHQWDERXWWKHJURXS¶VIXWXUHDV
YDOXDEOHLQLWVHOILQWHUPVRIERRVWLQJPHPEHUV¶FRQILGHQFHDQGGHYHORSLQJD
sense of group identity and pride. 
None of us had a clue what we were going to aim for ± this evolved ± 
we just all talked aQGZHDOOGHFLGHG«LWZDVYHU\PXFKRXURZQLGHDV
«ZH¶UHDOODORWPRUHFRQILGHQWQRZDQGDWILUVWZHZHUHZRUU\LQJD
bit ± ZKDWDVDJURXSZHZHUHJRLQJWRGR«ZHVDLGZH¶GIRUPD
FRPPLWWHHZH¶GJHWLQYROYHGDQGWRVVWKLQJVDERXW«IXQQLO\HQRXJK
we aUHSXVKLQJERXQGDULHVLQVRPHZD\VQDWLRQDOO\«ZH¶UHDVRUWRI
flagship now.  (PH3-key member: I) 
 
/HDGHUV¶YLVLRQIRUWKHJURXS¶VGLUHFWLRQ 
Around a third of the groups were led by a very strong individual who clearly 
KDGD³YLVLRQ´EH\RQGWKHestablishment of an informal support and 
LQIRUPDWLRQJURXS6RPHWLPHVWKLV³HQGYLVLRQ´HQWDLOHGWKHJURXS¶VUROH
evolving into that of a service provider or the use of the group as a stepping 
stone that could provide justification for the funding of a subsequent public 
service. 
,UDQLWDVDSLORW«LWLVUHDOO\DIDFLOLW\WKDWVKRXOGEHWKHUHLQWKH
healthcare system. (S3-key member: I) 
,QRWKHUFDVHVWKHOHDGHUV¶DLPZDVWRFKDQJHWKHIRFXVRIWKHJURXSIURPEHLQJ
predominantly inward looking, to establishing it as a part of a network whose 
role was to link with agencies and organisations in the broader community. 
,GHFLGHGWKDWRXUZKROHIRUPDWIRUGRLQJWKLQJVZDVQ¶WUHDOO\YHU\
JRRG«:HZHUHDJURXSWKDWZDVMXVWGZHOOLQJRQRXURZQSUREOHPV
«,VWDUWHGDWWHQGLQJTXLWHDIHZFRPPXQLW\PHHWLQJV«WKDW¶VKRZZH
managed to get a lot more community status. (PH16-key member: I) 
In all but one of these cases the evolution towards these ends represented a 
substantial deviation from the original purpose for which the group had been 
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established. And, as the leaders of these groups generally espoused democratic 
values, it might be expected that this transition would have occurred after a 
process of inclusive dialogue.  
I never do anything or take decisions on my own ± LW¶VDOZD\VWKH
JURXS«DGPLQDQGWKHZD\IRUZDUG- QRWKLQJ¶VHYHUMXVWP\GHFLVLRQ. 
(PC3-key member: I) 
+RZHYHULQIDFWWKHUHZDVOLWWOHLQGLFDWLRQRIPHPEHUV¶DFWLYHSDUWLFLSDWLRQLQ
any decision making processes that had resulted in groups changing from the 
W\SHWKDWVLPSO\³PHHWIRUDFRIIHHPRUQLQJ´LQWRRQHVWKDWZHUHQRZZRUNLQJ
extensively in partnership with larger organisations and often in receipt of 
referrals from mainstream health and social care agencies. Indeed the leader of 
one group admitted that even as her group began with such modest aims she 
had personally envisioned something far more ambitious which she had 
unilaterally taken action to implement. 
:KHQLWGLGVWDUW,GLGKDYHDYLVLRQ«P\HQGYLVLRQLVQRZ - and I 
have actually sent off a proposal to the head of [the department] for 
Notts County Council ± LW¶VWRKDYHDUHVRXUFHFHQWUH«>LQWRZKLFK@
KRSHIXOO\ZH¶OOKDYHTXLWHDQLQIOX[RISURIHVVLRQDOV. (PC4-key 
member: G) 
On one hand this could be indicative of a lack of internal democracy within 
groups, in that this type of important, higher level change was being made 
without reference to the members. And indeed it appears that in a small 
QXPEHURIJURXSVWKHOHDGHUV¶SURWHVWDWLRQVRIGHPRFUDWLFGHFLVLRQPDNLQJ
were somewhat tokenistic, being limited to rather mundane issues such as the 
contents of information packs or the venues for outings, whilst excluding 
members from engaging with more important matters. However for some 
groups it might equally be a reflection of the differing roles, discussed above, 
that leaders and members ascribed to themselves and to each other and which 
they clearly deemed in the overall best interests of the group - leaders thus 
WDNLQJUHVSRQVLELOLW\IRUGHFLVLRQVDWDPRUHµVWUDWHJLF¶OHYHOIRUZKLch they 
were generally seen as better equipped due to their confidence, experience and 
DELOLW\WRPDNHFRQWDFWVZLWKH[WHUQDOSDUWLHV,QWKHVHFDVHVPHPEHUV¶VXSSRUW
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IRUOHDGHUV¶SODQVZDVLQGLFDWHGE\WKHLUFRQWLQXHGVDWLVIDFWLRQZLWKDQGLQSXW
into the JURXS$QGWKDWWKH\VWLOOWDONHGDERXWWKHJURXS¶VYDOXHLQWHUPVRILWV
on-going, original functions suggests that these were perceived as entirely 
FRPSDWLEOHZLWKWKHOHDGHUV¶DPELWLRQVERWKDVSHFWVEHLQJLQWHJUDOWRWKH
overall purpose and evolution of the group. 
However not all groups appeared to work in such a complementary way with 
UHJDUGVWRWKHJURXS¶VGHYHORSPHQW2QHOHDGHUIRUH[DPSOHWRRNQRDFFRXQW
RIKHUPHPEHUV¶ZLVKHVZKHQGHFLGLQJWRDOORZWKHJURXSWRFRPHWRDFORVH
so that she could concentrate on large-scale funding applications in order to act 
as a service provider. 
,¶PLQYROYHGQRZLQVHWWLQJXSWKH>VHUYLFH@«,GRQ¶WWKLQN>WKHJURXS@
ZLOO>VXUYLYH@LW¶VKDGLWVOLIHLW¶VVHUYHGLWVSXUSRVH,¶YHGRQHP\SDUW. 
(S3-key member: I) 
And a couple of leaders refused to even consider the developments that 
PHPEHUVZLVKHGWRVHHUHJDUGLQJWKHJURXS¶VJURZWK7KHRVWHQVLEOHUHDVRQ
for this was that the members lacked the commitment to assist with the added 
responsibilities that these changes would entail. There was a sense though that 
in fact these leaders were doing little to encourage and may even have been 
actively discouraging members from developing the confidence and experience 
to undertake such responsibility in order that they themselves could retain sole 
FRQWURORYHUWKHJURXS¶VHYROXWLRQ 
A small number of group leaders had attempted to steer their group towards 
the fulfilment of an ideological agenda which was often the product of their 
professional background. 
In the longer term SHUKDSV,KDYHVRPHLGHDV«,ZRXOGOLNHWR
introduce more educational activities ± ,WKLQNWKHUH¶VDORWRIUHVHDUFK
that shows that this really [works]. (S4-key member: I) 
This type of goal-oriented, evidence based ideology was not shared by the 
members, who had joined these groups largely in pursuit of building social 
relationships. In one of these groups, as with those discussed above, support 
IRUWKHOHDGHU¶VLQWHQWLRQWRUH-direct the group was evidenced by its continued 
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popularity and the value that the members placed on being part of it. The 
members ZHUH³KDSS\WRIROORZ´DQGFOHDUO\PDLQWDLQHGDVWURQJVHQVHRI
ownership. This group provides a good example of the tension inherent in the 
role that these leaders took with regards to steering the group. The leader of 
this group who joined as a volunteer, via a third sector agency, spoke at length 
about how she felt that the value and success of the group were down to its 
EHLQJ³WUXO\JUDVVURRWV´ZLWKWKHPHPEHUVWKHPVHOYHVKDYLQJGHWHUPLQHGLWV
purpose and direction at the start. 
[It] started out from the grassroots, from these women who identified 
WKHLURZQQHHGIRUDJURXSIRUWKHPVHOYHV«WKHUHZDVQRRQHZKR
came along and said this is what is needed the need was recognised 
and the group was started by the women themselves. (S4-key member: 
I) 
However the fact that she had effectively taken over the role of identifying 
their needs, and that this had if anything increased the popularity of the group, 
is also indicative of the importance of taking a nuanced approach to ideas such 
as egalitarianism, democracy and member ownership, which appear not to be 
dependent on all members having an equal say in all areas of an organisation. 
The other two leaders who had attempted to steer their groups according to 
their, initially dogmatic, ideological ambitions, ended up completely 
abandoning these in favour of the path preferred by the majority. These leaders 
claimed to have arrived at the decision to make such a change after a process 
RI³FDQYDVV>LQJ@WKHPHPEHUV´DQGILQGLQJRXW³ZKDWSHRSOHZDQW´+RZHYHU
it is not clear how far the members were successful in convincing the leaders 
through a process of rational debate or whether the leaders simply conceded in 
RUGHUWRHQVXUHWKHJURXS¶VVXUYLYDODQGWKHLUFRQWLQXHGOHDGHUVKLSRILW 
Bringing ideas to the group 
All groups, even those with very set formats, felt they needed at least 
RFFDVLRQDO³IUHVKLGHDV´LQRUGHUWRSUHYHQWPHHWLQJVDQGDFWLYLWLHVIURP
becoming stale and repetitive. Suggestions about where to go on outings, what 
types of activity to provide, whom to invite to the group and what to talk about 
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were  most commonly required. As might be expected groups differed in the 
extent to which leaders and members contributed ideas, although it was 
generally the former that came up with the bulk of proposals. Indeed the ability 
to do this was seen in some groups as being one of the specific qualities 
possessed by leaders. 
+H¶VJUHDW\RXNQRZKHKDVQ¶WEHHQKHUHORQJDWDOOEXWKH¶VJRWDOO
WKHVHLGHDV«:LWK>QDPH@QRZLW¶VOLNHKHVHHVWKLQJV- all these types 
of opportunities. (PH6-key member: I) 
Having said this, in the majority of cases, leaders were keen to also elicit ideas 
from members as a means of not only reducing the burden on themselves but 
also encouraging a sense of ownership and commitment within the group.  
AQGZH¶UHRSHQWRDOOLGHDVWRDQ\LQSXWDQ\VXJJHVWLRQVWKDWSHRSOH
PDNH«LW¶VLPSRUWDQWLI\RXKDYHDQLGHDWROHWWKHPUROOZLWKLW«
>WKHQ@WKH\GRQ¶WMXVWWKLQNWKH\¶UHFRPLQJDORQJXQGHUVXIIHUDQFH. 
(PC4-key member: G) 
Members were not always forthcoming though in making suggestions. And 
whilst in a few groups this suited both leaders and members, in others it was a 
source of frustration. 
7KH\GRQ¶WWDNHWKHLQLWLDWLYHWKHPVHOYHV«,GRQ¶WNQRZ- LW¶VKDUGWR
ILQGRXW«KRZGRZHJHWWKHPLQYROYHG«,¶GOLNHWRGRDORWRIQHZ
WKLQJVEXWWKH\GRQ¶W± very little input. (PH1-key member: I) 
A range of methods was used in order to encourage members to contribute 
ideas, some of which were more successful than others, however, as with other 
areas of member involvement, the success was ultimately less to do with the 
FKRVHQPHWKRGWKDQZLWKWKHOHDGHU¶VDWWLWXGHWRDQGUHODWLRQVKLSZLWKWKHLU
members.  
Generally however, the use of more official means such as planning meetings 
or sending questionnaires out to members to garner their suggestions were less 
effective than informal discussions within regular meetings or casual 
discussions with group leaders. 
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If they hear anything or got any suggestions they certainly break their 
necks to come and tell me. (PH11-key member: I) 
The success of this less formal approach may have been due to the lack of 
confidence some members had in asserting their ideas. 
Some of the girls do find it hard though to actually speak up, I did, no I 
did when I first came- you know I mLJKWEHWKLQNLQJµZHVKRXOGEH
GRLQJWKLV¶EXW. (MH5-member: G) 
The development of new ideas within groups could also be affected by the 
flexibility of their internal structure. In some, particularly very old groups, that 
had had the same core members for many years it could become very difficult 
to make suggestions or to deviate from accepted ways of doing things.  
1RZ,ILQGLWLPSRVVLEOHWRWDONDERXW«KRZLWVKRXOGSURJUHVV«ZH
XVHGWRUDLVHWKLQJVDQGKDYHDJURXSGLVFXVVLRQEXWLW¶VKDUGQRZ«
noboG\VD\VµZK\GRQ¶WZHGRVRDQGVR.¶ (MH3-key member: G) 
Similarly groups that operated as closed structures with boundaries that were 
difficult to penetrate by newcomers appeared to be less likely to evolve and 
develop new approaches ± one group leader acknowledged this. 
All of us are getting older and maybe in a way getting more set in our 
ZD\V«ZKLFKLVDQRWKHUUHDVRQIRUKDYLQJ\RXQJHUSHRSOHZLWKQHZ
ideas ± it had never occurred to any of us that we might have a website. 
(S2-key member: I) 
On the other hand those groups with more fluid memberships and roles were 
more likely to be in a state of on-going development and tended to be more 
receptive to a wider range of ideas. 
:HOOLWKDVFKDQJHG«DVPHPEHUVKLSFKDQJHGEHFDXVHLWFKDQJHVLWV
character a bLWDFFRUGLQJWRZKR¶VWKHUH. (MH1±member: I) 
 
Making practical decisions 
217 
 
In nearly all the groups, including most of those whose overall direction was 
left to the leader, it was felt that members should be involved in making 
decisions about practical group matters. Although a few groups felt they had 
YHU\³OLWWOHWRGHFLGH´IRUPRVWWKHUHZDVDUDQJHRILVVXHVDERXWZKLFK
decisions needed to be made. On one hand these could be about things of 
VLJQLILFDQWLPSRUWDQFHWKDWPLJKWXOWLPDWHO\DIIHFWWKHJURXSV¶Hvolution and 
purpose; for example whether or not to have links with professionals, whether 
to apply for external funding or what types of activity the group should 
provide. On the other hand there were more mundane decisions such as where 
to go on group outings or whether to subsidise a Christmas dinner. However, 
although such decisions might appear more trivial, in groups in which the 
leaders were trying to foster an inclusive atmosphere, members were made to 
feel that these too were important choices that DIIHFWHGWKHJURXS¶VHIILFDF\. 
She always will ask us ± ,VD\µQRZHDOUHDG\ZHQWWR/HLFHVWHU¶WKHQ
ZHWU\VRPHWKLQJQHZWKLVWLPH«WKHQRWKHUODGLHVWKH\VD\µ\HVWKLVLV
EHWWHU¶VRWKLVLVJRRG«VKHOLVWHQV. (PC5-member: G) 
In fact in a few of the groups in which a section or all of the members lacked 
confidence in their own opinions, having an input into decisions about group 
outings seemed to be a particularly important way in which they were able to 
assert themselves.  
We all participate and that DQGPDNHVXJJHVWLRQVIRURXWLQJV«\HVLW¶V
democratic like that. (PH1-member: I) 
&KRLFHVRIWKLVW\SHUDWKHUWKDQWKRVHWRGRZLWKWKHJURXS¶VHYROXWLRQ
appeared to be what respondents were referring to when they described their 
JURXS¶VGHFLVLRQPDNLQJprocesses. Generally group leaders, even those who 
KDGDVVXPHGVROHFRQWURORYHUWKHLUJURXS¶VRYHUDOOGLUHFWLRQIHOWWKDWWKH\
DFWHGLQ³GHPRFUDWLF´DQGLQFOXVLYHZD\V,QIDFWVXFKSDUWLFLSDWRU\GHFLVLRQ
making was clearly seen as something fundamental to the ethos of self-help, 
with most groups keen to emphasise their democratic ways of working. 
5HVSRQGHQWVRIWHQVWDWHGWKDW³DOOWKHJURXS´Zas involved in reaching 
DJUHHPHQWVWKDW³ZHSXWWKLQJVRXWWRHYHU\ERG\WRVHHZKDWSHRSOHZDQW´DQG
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WKDW³WKHGHFLVLRQVDUHVKDUHG«HYHU\RQHKDVWKHLUVD\«ZHGHFLGHEHWZHHQ
XVGLSORPDWLFDOO\´ 
Very few respondents openly denied the value of democratic processes. 
However such attitudes did occasionally exist. In one group the leader felt 
herself under no duty whatsoever to involve members in group decisions, as 
she saw the group as her enterprise and hence fully under her control. Another 
group member strongly regretted both the withdrawal of the previous leader, 
ZKRKDGPDGHDOOGHFLVLRQV³XQLODWHUDO>O\@´DVZHOODVWKH³PRUHGHPRFUDWLF´
approach of the new Chair. Interestingly though, this respondent had now 
begun to criticise other members who would not state their preferences 
UHJDUGLQJWKHJURXS¶VDFWLYLWLHV7KLVVXJJHVWVWKDWVKHPD\KDYHEHJXQWR
internalise and value the democratic behaviour which she felt had been forced 
upon her. Similar results could be seen amongst groups that felt that promoting 
a democratic culture was so important to their identity that even though 
members were apathetic and content to follow unquestioningly, leaders 
insisted on going through the formalities of an inclusive process. 
:HWHQGWRIRUPDOO\SXWWKLQJVWRWKHP«>EXW@WKH\¶UHMXVWKDSS\WR
JRDORQJZLWKWKLQJV«ZHZLOOWU\WRJHWWKHPLQYROYHGDQGWKLQNDERXW
what they actually want. (MH5-key member: I) 
7KLVDSSURDFKKDGFOHDUO\UHVXOWHGLQWKHVHPHPEHUV¶HPSRZHUPHQWDQG
helped to develop a habit of participation as, during the course of the research, 
they became visibly more active in terms of stating their opinions and 
questioning the options available to them.  
Where were decisions made? 
The groups used a variety of practices and forums in coming to decisions. For 
many there were no separate committee meetings or planning groups, all 
decisions being made instead within regular group meetings. This often 
LQYROYHGDYHU\LQIRUPDOSURFHVVRI³FKDWWLQJ´DERXWRSWLRQVXQWLODJUHHPHQW
was reached. 
,W¶VTXLFNDQGHDV\± do you want to go there? Yes? Right done. (PH17-
key member: G) 
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This was presented by group leaders as a very democratic and inclusive 
PHWKRGRIHQVXULQJDOOPHPEHUV¶LQSXWKRZHYHUWKHUHZDVHYLGHQFHLQD
couple of groups that in fact it was those with the loudest voices whose views 
were accepted. Having said this though, such a process clearly suited the, 
mostly long term, members of the groups at which this occurred. In another 
group the members had developed strategies to ensure that whilst such 
domination might occur within meetings, their views were ultimately taken 
into account. They did this by forming alliances that allowed them to 
collectively stand up to the more overbearing voices. Indeed they seemed to 
VHHWKLVW\SHRIQHJRWLDWLRQDVLQWULQVLFWREHLQJSDUWRIDJURXSRI³VWURQJ-
PLQGHG´LQGLYLGXDOV. 
There are disagreements sometimes, differences of opiQLRQ«
VRPHWLPHVSHRSOHIHHOSUHVVXUHG«so WKH\¶OOFRPSODLQWRRWKHU
PHPEHUVDIWHUZDUGVµ,GRQ¶WWKLQNVKHVKRXOGKDYHVDLGWKDW¶«>VR@LW
GRHVQ¶WGRPLQDWHKRZWKHJURXSIXQFWLRQVRUZKDWWKHJURXSGHFLGHV. 
(MH1-member: G) 
Approximately a third of the groups held separate committee or planning 
meetings. The main purpose of the committee for most groups was to make 
GHFLVLRQVDERXWWKH³QLWW\-JULWW\´DQG³WKHERULQJGHWDLOV,´ZKLOVWLPSRUWDQW
matters were to be agreed upon by everyone at the regular group meetings.  
Although a number of respondents stated that their group followed this type of 
process, there were in fact subtle differences in the role played by committees 
in terms of controlling the options from amongst which members eventually 
made their choices. The group quoted above was an example of a very open 
process through which important matters, such as what to spend grants on, 
were first raised at the regular group meeting, members being invited to think 
up ideas and bring their suggestions to subsequent meetings in order to be 
discussed and decided upon by the group as a whole. 
:HJHWHYHU\RQHWRWKLQNDERXWZKDWWKH\ZDQWWRGRWKHQ\RX¶YHJRW
WLPHWRWDONDERXWLWDQGGLVFXVVLWDQG\RX¶UHQRWMXVWPDNLQJVQDS
decisions. (PH7-member: G) 
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Some committees used devices such as questionnaires and emails to bring 
members into decisions. 
If we want an opinion on anything we can just whack out an email. 
(PH3-key member: I) 
In other groups however, although the final decision might be made by the 
membeUVKLSWKHFRPPLWWHH¶VUROHLQYROYHGDQDO\VLQJWKHDYDLODEOH
information in order to narrow down the options which were ultimately to be 
presented to the group. 
Well the treasurer decided that we ought to put up subs from £2.50 to 
£5 and we put that to the PHHWLQJDQGJRWDXQDQLPRXVµ\HV.¶ (PH8-key 
member: I) 
Although these groups saw themselves as acting democratically and the 
members as free to decide for themselves clearly the latter would be unlikely to 
have the necessary information at their disposal to properly question the 
options being presented to them. Of course this is not to suggest that in all 
these groups the committees were intentionally keeping members in the dark- 
all members being, after all, free to attend committee meetings. And the 
difficulty many groups had in appointing officers and in particular treasurers 
suggests that members would be happy for the committee to take this role. 
+RZHYHUWKHUHZHUHRFFDVLRQDOO\WLPHVZKHQWKHJURXS¶VDSSURYDODSSHDUHGWR
be a case of rubber stamping decisions that had already been made elsewhere. 
When we [the two leaders] decided to change the constitution we 
brought this to the committee and after this we took it to the whole 
JURXS«RQFH,H[SODLQHGWRWKHPWKH\DFFHSWHGLWVWUDLJKWDZD\. (S4-
key member: I) 
 
Who has the final say? 
In most groups the leader or Chair reserved the right to have the final say 
regarding group decisions. 
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,ILW¶VQRWZRUNLQJULJKW,¶OOKDYHWKHODVWVD\DQGZHVRUWLWRXWWKDW
way. (PH11-key member: I) 
The need to assert this right had often arisen when leaders were in 
disagreement with their members over a specific issue; a situation that had 
sometimes occurred when members had taken unilateral decisions without 
informing or consulting with the group leader. Leaders of groups across the 
range of structures, from highly democratic to authoritarian saw themselves as 
being in ultimate authority. 
I will tackle it - this is one thing I will put my foot down with. (PH7-key 
member: I) 
Having ultimate decision making power was not only an issue in instances of 
GLVSXWHDQGGLVDJUHHPHQW/HDGHUV¶DXWKRULW\ZDVDOVRVRXJKWLQDQHQDEOLQJ
capacity, giving members the official go-ahead to put their ideas into practice. 
2QHRIRXUPHPEHUVKDVJRWDEHHLQKHUERQQHWDQGDWWKHPRPHQW,¶P 
JLYLQJKHUIXOOUHLQEHFDXVHVKH¶VJRWWRJHWLWRXWRIKHUV\VWHP. (PH18-
key member: I) 
In some cases, especially with larger groups that were working in partnership 
with mainstream agencies, having the final say was deemed necessary in order 
to protect WKHJURXS¶VSXEOLFLPDJHDQGWRHQVXUHFRPSOLDQFHZLWKOHJDODQG
financial regulations.  
,ILW¶VPDMRUWKLQJVRUWKLQJVWKDWJRRXWLQWRWKHFRPPXQLW\VXFKDV
things that we produce then I would tend to have it go out through me 
because I want it to have that professional image ± I need it to have 
WKDW«,WHQGWROHWWKHPUROOZLWKLW\RXNQRZSURYLGHGWKLQJVDUHQ¶W
too expensive or too much out of our comfort zone ± I try to keep a lid 
on financial things. (PC4-key member: G) 
In a less direct way group leaders also retained an element of final authority 
and control through the fact that it was usually them who, after group 
discussions and agreement, went away and implemented decisions. 
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I was organising what they wanted to do ± I put [it] in place. (PH15-
key member: I) 
This was particularly relevant to the creation of constitutions and policies and 
the production of literature, where, although the general contents might have 
been decided upon by the group, the final wording and nuance would remain in 
the hands of the leader. 
Everybody had a say in it being drafted ± you know put your own bits 
LQDQGZH¶OOFRPSLOHLW. (PH18-key member: I) 
Group leaders often also acted as a gatekeeper. For example invitations to take 
part in research or consultations as well as information from national 
organisations or professionals were nearly always addressed to group leaders 
who were thus in the position to be able to decide unilaterally which of these to 
pass on.  
 
8.5 Summary 
 
The main themes that arise in this section, most particularly concerning the 
roles and status of leaders and different types of member, are treated at length 
in the Discussion chapter LQUHODWLRQWRWKHJURXSV¶FROOHFWLYHLGHQWLW\FUHDWLRQ
and so only a brief summary of the findings will be given here. 
The vast majority of groups, despite the numerous ways they differentiated 
leaders and members and the elevated status that was attached to the former, 
saw themselves as democratic and inclusive and believed that this was a 
fundamental aspect of their gURXS¶VHWKRV0DQ\JURXSVIHDUHGWKDWWKLV
egalitarian atmosphere would be affected by their adopting the formal 
structures required by funding bodies. However these fears proved to be 
unfounded as despite prescribing certain structural requirements on paper, 
funders did not interfere in how groups conducted themselves in practice; in 
fact some groups felt that their autonomy was enhanced by gaining the money 
required to fulfil their goals.  
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Groups placed much weight on rules as a means of protecting their values, 
using them for example to prevent domination, to preserve equality and to 
HQVXUHPHPEHUV¶FRQWULEXWLRQWRJURXSWDVNV 
Leaders and a (usually small) core of key members took most of the 
responsibility for running and organising the groups. The vast majority was 
YHU\NHHQKRZHYHUWRLQFUHDVHUHJXODUPHPEHUV¶LQYROYHPHQW/HDGHUVKDG
most success in achieving this when they adopted a gradual approach, initially 
engaging members in straightforward tasks, which were nonetheless ascribed a 
high value, until the members had built up the confidence to take on more 
demanding roles.  Similarly members were asked to contribute ideas according 
to their own capabilities and experience, with leaders welcoming input about 
simple matters such as where to go on outings as well as more important issues 
such as how to spend group funds.  
The role of members was more complex with regards to decision making and 
is the subject of detailed analysis at Chapter 9. Although members, and in 
particular the committee, were routinely asked for their views, group leaders 
often appeared to make higher level decisions, about the overall direction of 
the group, unilaterally. Furthermore they tended to reserve the right to have the 
final say in cases of disagreement. HoweverPHPEHUV¶FRQWLQXHGVXSSRUWIRU
WKHJURXSHQWHUSULVHLPSOLHGWKHLUFRQVHQWWRWKHOHDGHUV¶DFWLRQVDQGWKHLU
belief that it was contributing to collective goals.  
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9 Discussion and conclusions 
 
Strengths and limitations of the thesis 
The final chapter is used to draw out the principal theoretical implications that 
arise from the findings. Prior to this there will be a brief consideration of the 
strengths and limitations of the study.  
The thesis makes a contribution to the understanding of self-help groups in 
both empirical and theoretical terms. At an empirical level it has added to the 
sparse evidence base about these groups in the UK. Until now the majority of 
research has adopted a case study design, which, whilst of undoubted value in 
eliciting the unique characteristics of individual self-help groups has been 
limited in its ability to present a broader picture of the unifying features of a 
diverse range of groups. The methodological approach of the current study has 
allowed it to build on and advance the work of Elsdon et al (2000) in 
developing a more comprehensive picture of the self-help group phenomenon. 
Having said this of course, it must be reiterated that the qualitative design does 
not allow for firm generalisations or broad, statistical predictions.  
The findings have added to a number of important areas in which little 
information had previously been available. This is especially with respect to 
JURXSV¶VWUXFWXUDOIRUPVLQSDUWLFXODUWKHLUOHDGHUVKLSDQGWKHUROHVRIDQG
expectations on different types of member. It has also provided an account of 
self-KHOSJURXSPHPEHUV¶UROHZLWKin and attitudes towards consultation, 
campaigning and social network formation. The findings also update those of 
Judy Wilson (1994) with respect to understanding the relationship between 
professional service providers and UK self-help groups. And in this, as well as 
in a number of other areas, they have provided evidence that challenges some 
of the traditional and occasionally presumptive ideas about these groups.  
In addition to contributing empirical data, the thesis extends the conceptual 
parameters of a phenomenon that is still widely seen as under-theorised. 
Through the use of a framework that has had little application within this field 
it offers new ways of understanding and explaining self-help groups ± in terms 
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moreover that are very relevant to on-going concerns at the political level. At 
the same time the empirical data provide real life examples with which to 
animate the abstract, theoretical world of the Habermasian public sphere; in 
doing so making a case for its continued relevance to the study of society.  
The remainder of this chapter uses ideas largely borrowed from Jurgen 
Habermas in order to develop a model that enables us to account for the 
JURXSV¶VWUXFWXUHVDVZHOODVWKHLUDFWLYLWLHVEHWKLV, their inner-focused support 
and social activities or their outward-looking engagement in public forums, as 
intrinsic ingredients in the development of their normative culture. In addition 
the model allows for the framing of the JURXSV¶ goals and benefits in terms of 
their impact at the community level.  
Conceptualising self-help groups in this way allows the thesis to contribute 
towards greater clarity within health citizenship theory by giving these groups 
a more firmly grounded location within it; and it enables us to draw out some 
of the characteristics that distinguish self-KHOSJURXSV¶impact in the public 
sphere from that of other types of lay health organisation.  
Of course the advantages that have come from following a particular 
theoretical design carry with them their own limitations. These limitations can 
have an effect at all stages of the research; decisions about which literature to 
pursue, the types of question to ask and the selection of data to be presented 
and subjected to analysis, all entail options that necessarily get chosen at the 
expense of others. The result is that the thesis can only claim to provide a 
partial account of the groups ± partial in terms both of its completeness as well 
as with respect to my own, conscious and unconscious, preferences and biases. 
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9.1 Discussion: collective identity 
 
Introduction 
In chapter two I examined the ways in which some of the central ideas in 
-XUJHQ+DEHUPDV¶WKHRUHWLFDOPRGHORIWKHSXEOLFVSKHUHDQGFLYLOVRFLHW\ZHUH
relevant to the explanation of self-help groups¶FRPPRQO\SHUFHLYHGUROHDV
drivers of democracy and citizenship. It was suggested that concepts such as 
communicative action, lifeworld autonomy and independence from the state 
were appropriate tools with which to begin to develop a civic account of self-
KHOSJURXSV¶EHKDYLRXU7KLVIUDPHZRUNZDVWKHQHPSOR\HGWKURXJKRXWWKH
findings sections as a means of drawing out the data that were deemed most 
relevant to explaining the groups in terms of their democratising effects. At the 
same time the application RIWKLV³WKHRU\KHDY\´PRGHOWRDEURDGVHWRI
empirical data provided the opportunity to test its explanatory potential on a 
real life social phenomenon, something which has been largely lacking up until 
now in the literature (Dahlgren 2002:14). 
The discussion is divided into two parts. The first will explain the findings in 
terms of collective identity and the second, briefer section, will consider self-
KHOSJURXSV¶RFFXSDWLRQRIWKDW space which constitutes the interface of the 
system and lifeworld. 
 
9.1.1 Self-help groups as sites of identity creation 
 
Although the concept of collective identity was only paid brief attention in 
Chapter 2, during the analysis of the findings it gradually began to emerge as 
that which could most comprehensively explain how self-help groups were 
acting to sustain discourse in the public sphere. In this section I will therefore 
argue that it is through the process of collective identity creation that the best 
account can be given of self-KHOSJURXSV¶GHPRFUDWLVLQJUROH 
One of the most important proponents of collective identity, Alberto Melucci, 
stresses that collective identity should be seen as an analytical tool as much as 
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a thing in itself to be studied. And as such, particularly when used in 
conjunction with other Habermasian ideas about rational communication and 
consensus, it will be shown to be a very useful way of conceptualising many of 
the aims pursued by the groups, as well as the processes they used in order to 
attain them. This was especially important with reVSHFWWRWKHJURXSV¶
WUDGLWLRQDOUROHRIXVLQJPHPEHUV¶H[SHULHQFHDQGNQRZOHGJHDERXWWKHLU
shared condition as the basis for providing mutual, personal support, sharing 
information about living with an illness or coping with a life-changing event. 
By focusing through the lens of collective identity it can be shown that it is in 
SXUVXLWRIWKHVHIXQFWLRQVUDWKHUWKDQWKHJURXSV¶PRUHRXWZDUG-looking, 
overtly political actions, such as participation in consultations or campaigns, 
that their democratising effects primarily arise. This is not to suggest that their 
outer-focused activities do not contribute to the public sphere and the part they 
play will be discussed in the subsequent section. However the extent to which 
these activities act to democratise public discourse itself rests on the prior and 
therefore more fundamental process of identity formation taking place within 
the groups. 
It was clear, from the extent to which respondents wished to talk about them, 
that the groups still prioritised these traditional functions, with the majority 
GHVFULELQJWKHSURYLVLRQRI³VXSSRUW´RU³VXSSRUWDQGLQIRUPDWLRQ´DVEHLQJ
WKHLUSULPDU\SXUSRVHDQGWKHQHHGWREHZLWK³SHRSOHLQWKHVDPHERDW´DV
being by far the most common reason why they initially sought out or started 
up the group. Thus, to fail to account for such activities by concentrating 
instead their outward-looking roles would risk presenting a distorted picture of 
JURXSV¶FLYLFVWDWXV By refocusing attention away from some of the theoretical 
ideas that it had been presumed would form the basis of the analysis, for 
example self-KHOSJURXSV¶DXWRQRP\LQUHODWLRQWRWKHVWDWHDQGEHJLQQLQJ
instead to view the data from the perspective of collective identity, it becomes 
FOHDUWKDWWKHJURXSV¶LQQHU-orientated aims are at the heart of some of the key 
processes through which they can be said to sustain democratic discourse. 
Collective identity is thus proposed as the concept best able to capture and 
make sense of the broad range of activities in which the groups were engaged. 
Similarly it can provide the best explanation of the complex values that 
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determined how groups put their aims into practice, in particular through the 
development of their structural forms and the different expectations and duties 
they imposed on different categories of member. Furthermore it was frequently 
the overarching pursuit of identity creation that brought to life and gave 
meaning to many of the core Habermasian processes and values on which 
communicative action rests. For example; the groups acting as a medium of 
FRQVHQVXVVHHNLQJWKHDGRSWLRQRILQFOXVLYHVWUXFWXUDOIRUPVJURXSV¶LPSDFW
on relationships in the lifeworld; their constructive engagement with the 
system; and their consequent effects on public discourse, can all be 
conceptualised in terms of their acting as sites of identity creation.  
It was also suggested in chapter two that a thorough analysis of self-help 
groups in the light of Habermasian principles, could help to locate them in 
relation to other types of health citizenship association. And again this is a task 
which will be shown to benefit by being approached from the perspective of 
collective identity. Collective identity has in fact played a central part in the 
theorisation of these types of organisation (Epstein 1995, Brown et al 2004, 
Chamak 2008), in particular health social movements, as well as in that of the 
processes, such as deliberative democracy, on which they are grounded 
(Dahlgren 2002, Elstub 2006). However, DVVWDWHGDERYHWKLVLVD³WKHRU\
heav\´DUHDZKRVHFODLPVKDYHKDGUHODWLYHO\OLWWOHDSSOLFDWLRQWRHPSLULFDO
data; fundamental questions such as what is meant by collective identity in 
ethical and normative terms, why it should be seen as democratising, why and 
how it arises and how its development is related to structural forms or 
leadership models have rarely been tested out in practice, most especially in 
the case of self-help groups. The remainder of this section will therefore 
address this deficit by providing an analysis of the self-help groups as 
sustaining communication in the public sphere through their role as sites of 
collective identity creation. In approaching the data from this perspective it is 
hoped that a more nuanced understanding of the similarities and differences 
between self-help groups and other health citizenship associations can be 
gained. And in providing the theoretical means through which to refocus our 
DWWHQWLRQRQWKH³HQDEOLQJ´DVRSSRVHGWR³SURWHVW´HQGRIWKHVSHFWUXPRIFLYLO
society (Scambler & Martin 2001 p183) we hope to illuminate the particular 
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ways in which self-help groups can have democratising effects through actions 
oriented to this location, and in doing this conceptualise them in their own 
right rather than as an embryonic or partial form of another type of 
organisation.  
 
9.1.2 What is collective identity? 
 
For Habermas personal and collective identities develop symbiotically through 
social interactions operating according to the principles of communicative 
action. What is fundamental to this process is that the parties to the 
communications are oriented to reaching understanding and consensus (1984, 
1987) rather than the achievement of pre-ordained outcomes. As such the 
creation of collective identities can be construed as a bargaining process 
through which individuals with a plurality of backgrounds and worldviews are 
able to come together to articulate alternative interpretations of their needs and 
interests, to define and communicate new cultural meanings and values and 
consequently to develop mutually acceptable social goals (1996). Participation 
in such a communicatively rational exchange will result in a;  
circle of those who understand themselves as members of the same 
social group and can speak of themselves in the first person plural 
(1987 p60).  
Melucci conceptualises collective identity along similar lines, warning against 
its reification, and thus, like Habermas, stressing its processual aspects, which 
it is essential take place within democratic structural forms. He defines 
collective idenWLW\DVHQWDLOLQJ³DVHQVHRIZH´DFKLHYHGWKURXJKDSURFHVVRI 
active relationships between actors who interact, communicate, 
influence each other, negotiate and make decisions. Forms of 
organisation and models of leadership, communicative channels and 
technologies of communication are constitutive parts of the network of 
relationships (1989 p45) 
230 
 
,QRWKHUZRUGVDWUXO\³FROOHFWLYH´LGHQWLW\HQWDLOVIDUPRUHWKDQVLPSO\WKH
H[LVWHQFHRIWKHVKDUHGFRQGLWLRQVLWXDWLRQRUH[SHULHQFHVRIDJURXS¶V
members. To focus too much on these shared characteristics risks reification 
which, as will be discussed below, could be used to support a view of self-help 
groups as deleterious to democracy through their sole concern with their own 
narrowly defined, personal issues (Bauman 1999). Instead, by construing 
collective identity as a process, and in particular as the pursuit of consensus, 
we illuminate its role in the negotiation of social goals and values and in 
encouraging democratic and socially integrative praxis. It is thus only if self-
help groups are engaged in such processes that they can be said to be creating 
collective identity rather than merely possessing a shared identity. However in 
order for such an identity to augment public discourse it must clearly also have 
effects beyond the parties to its creation. And so the remainder of this section 
will address the following questions; 
x Did the groups engage in communicatively rational processes as a 
means to developing social goals and values? 
x And if so, did this have effects beyond the group that served to enhance 
communications in the public sphere? 
 
9.1.3 The ingredients of collective identity 
 
The findings suggest that there is a complex interplay between two, in some 
ways contradictory, forces in the development of collective identity. These are; 
x Homogeneity  arising from the shared aspects of the group 
x Heterogeneity arising from the input of diverse individual voices 
Without the creative tension caused by the co-existence of these two factors 
groups may be able to adopt a shared identity but this will not develop into the 
democratising process of collective identity creation. 
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Homogeneous characteristics 
7KHIDFWRIPHPEHUV¶VKDUHGKHDOWKFRQGLWLRQRUVRFLDOVLWXDWLRQZDVFOHDUO\DQ
essential factor in bringing people to the group. Indeed by far the most widely 
FLWHGUHDVRQIRUMRLQLQJRUVWDUWLQJXSJURXSVZDVWREHZLWKRWKHUV³LQWKH
VDPHERDW´RUZKRDUH³WKHVDPHDV\RX´$QGLWLVHDV\WRVHHKRZWKLVLQ
LWVHOIFRXOGEHFRQVWUXHGDVWKH³NH\PRELOLVLQJIRUFH´WKDWUHVXOWVLQD
³FROOHFWLYLVHGLOOQHVVLGHQWLW\´%URZQet al 2004 p54). However, ipso facto, 
the existence of a shared condition lacks explanatory power on a couple of 
levels. Firstly it cannot fully account for the phenomenon of a self-help group, 
as many people other than self-help group members also share the same 
FRQGLWLRQ,QGHHGRQHRIWKHJURXSV¶ELJJHVWFRQFHUQVZDVWKHLULQDELOLW\WR
effectively communicate the value of self-help to these others and to co-opt 
them into the group. Secondly a shared illness or life-changing event as a basis 
for association does not support any claim to civic or democratising status. 
Something beyond the mere fact of the health condition is clearly necessary - 
and this was the belief in addressing it in a certain way. This belief was shared, 
and its importance emphasised, by virtually all respondents in the study. In 
other words the shared, homogeneous aspect of the groups consisted of two 
strands, one physical and one normative or value based, and it appears that the 
latter may be equally as important as the former.  It was the acceptance of the 
IXQGDPHQWDOFRUHYDOXHRI³VHOI-KHOS´ZKLFKLQYROYHGWDNLQJWKH³DFWLYHVWHS´
of joining and participating in the collective enterprise of the group as a means 
WR³KHOSLQJ\RXUVHOI´DQG³WDNLQJUHVSRQVLELOLW\´IRU\RXURZQZHOO-being, that 
differentiated group members from others with their health condition.  The 
centrality of this core value was indicated by the fact that although, as will be 
discussed throughout this section, the groups championed the value of 
PHPEHUV¶GLYHUVLW\LQWHUPVRIWKHLUYLHZVRQEURDGHUVRFLDOHWKLFDODQG
political issues, a failure to accept this core belief acted as a boundary of 
acceptability for participation, with those seen not to subscribe to it being 
UHIHUUHGWRSHMRUDWLYHO\DV³IUHH-ULGHUV´DQGLQVRPHFDVHVH[FOXGHGIURPWKH
group. 
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The need for heterogeneity  
The existence of a core belief, shared by members, moves groups slightly 
closer towards the idea of creating a democratising collective identity in that it 
is the development and communication of values and cultural norms that is the 
basis of the socially integrative function of a communicative lifeworld 
(Habermas 1987, Kelleher 2001). However, the data suggest that this core 
belief, acting as it did to bring people to the group, preceded their participation, 
and thus it could be argued that it had not been developed through 
communicative processes within the group, but, as with their shared condition, 
was something that members simply happened already to possess. The 
presence of a unitary shared credo would thus fail to account fully for groups 
as drivers of democracy and would still leave them open to accusations of 
looking inward and fencing themselves off against communicatively rational 
engagement. Groups could still thus be seen more in terms of possessing a 
shared identity rather than participating in a process of collective identity 
creation. 
Therefore these two strands of group homogeneity must co-exist with 
characteristics that transform this shared identity into a communicative process 
RI³QHJRWLDWLRQDQGUHQHJRWLDWLRQ´0HOXFFLSWKURXJKZKLFKWKH
search for consensus over shared social goals and values becomes a 
FRQVWLWXWLYHSDUWRIWKHJURXSV¶SXUSRVH&OHDUO\Vuch a process of negotiation 
can only take place in a system in which different voices and viewpoints are 
competing and contributing and which is taking place over time, rather than as 
a one-off or time limited event. 
For Habermas such a process of socially integrative communicative action is 
facilitated by the use of the dialogic medium of personal narration. He clearly 
saw this as a means of authentically anchoring personal identities in a way that 
enabled them to make a legitimate contribution to the subsequent development 
of collective identity; 
1DUUDWLYHSUDFWLFH«VHUYHV«WKHVHOI-understanding of 
SHUVRQV«WKH\FDQGHYHORSSHUVRQDOLGHQWLWLHVRQO\LIWKH\UHFRJQLVH
the sequence of their own actions from narratively presentable life 
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histories; they can develop social identities only if they recognise that 
they maintain their membership in social groups by way of 
participating in interactions (1987: 136)  
In other words through the use of narration as the medium of conversation the 
input of each party will necessarily be unique, being grounded as it is on the 
LQGLYLGXDO³OLIHKLVWRU>\@´QRWZRRIZKLFKFDQEHWKHVDPH7KXVQDUUDWLRQ
serves to ensure the heterogeneity that is needed in order to perpetuate the 
process of negotiation of the social goals and values that comprise the 
collective identity. Furthermore it helps to ensure that those social goals and 
values are not abstracted from individual life stories and personal experience in 
the lifeworld as may be the case with the instrumental goals developed within 
the system. The vast majority of groups indeed appeared to be operating 
through such narrative practices. Meetings were clearly being used as a space 
in which to discuss the specific ways in which a condition had affected 
particular members. And the variety of ways that members with different 
backgrounds and personalities responded to their illness and treatment were a 
central topic at group meetings. Their frequently extensive technical 
knowledge about their condition was almost never framed in abstract 
LPSHUVRQDOZD\VEXWUDWKHUDV³WLSVDQGDGYLFH´WKDWDURVHWKURXJKOLYLQJWKHLU
GD\WRGD\OLYHV'HVSLWHWKHIXQGDPHQWDOLPSRUWDQFHRIEHLQJZLWKSHRSOH³WKH
VDPHDV\RX´UHVSRQGHQWVZHUHGHWHUPLQHGQRWWREH³GHILQHGE\WKHLU
FRQGLWLRQ´VKDULQg stories, for example, about their lives, achievements and 
hobbies through which they had identified themselves prior to their diagnosis. 
The acceptance of the unique histories, characteristics and abilities of different 
members was evidenced by the fact that people were welcomed to use the 
group in different ways and to serve different ends. And whilst many clearly 
wanted to have an on-JRLQJLQYROYHPHQWDQGDVD\LQWKHJURXS¶V
GHYHORSPHQWRWKHUVSDUWLFXODUO\WKH\RXQJPLJKWMXVWZDQWWR³GLSLQDQG
ouW´IRUVSHFLILFLQIRUPDWLRQRUDGYLFH6LPLODUO\WKHUHZDVQRH[SHFWDWLRQ
placed on members to disclose personal information or even to speak at all at 
meetings, each person being acknowledged as best placed to ascertain their 
own individual needs with respect to what they got out of the group.  
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Using the idea RIFROOHFWLYHLGHQWLW\FUHDWLRQLOOXPLQDWHVKRZDJURXS¶V shared 
core belief about taking control of a shared problem is addressed through its 
contextualisation in the heterogeneous backgrounds of individual members and 
the negotiation of social goals arising from taking account of these different 
contextual histories. We can thus begin to make sense of groups where, at one 
DQGWKHVDPHWLPHSHRSOHDUHHQFRXUDJHGWR³XVHWKHJURXSLQGLIIHUHQWZD\V´
but where this could only be made possible through the medium of the 
collective whose importance was thus paramount; as one respondent, from a 
JURXSRI³VWURQJPLQGHGLQGLYLGXDOV´H[SUHVVHG³LW¶VQRWDERXWWKHLQGLYLGXDO± 
LW¶VDERXWWKHJURXS´ 
Heterogeneity of structure and roles 
In Chapter two I discussed the fundamental need for inclusivity and equality as 
the bedrock of communicative action. By extension, such principles will also 
be essential to the formation of collective identities and social goals, which 
themselves can arise only through communicatively rational processes. Abuse 
of power or the exclusion of voices will clearly result in the imposition of an 
identity and the instrumental, individual goals of the dominant party. Of course 
it should be reiterated that this is an idealised concept which has never been 
fully achieved in reality (Habermas 1996 p316); its value lies in its use as a 
yardstick by which to measure the communicative processes through which an 
association reaches its opinions. Despite the importance of structure to the 
creation of collective identity being such that Melucci actually postulates it as 
DQLQWULQVLFSDUWRIDJURXS¶VVRFLDOJRDOVWKHUHKDVEHHQYHU\OLWWOHHPSLULFDO
research on this relationship, most particularly in the case of self-help groups. 
Yet, as will be seen from the following discussion it may provide an 
illuminating means of addressing one of the key themes in health citizenship 
theorisation by accounting for the range of effects that different types of lay 
health association may have in sustaining public discourse.  
Organisational roles 
0HPEHUV¶SHUVRQDOKLVWRULHVLQSDUWLFXODUWKHLUHGXFDWLRQDOOHYHOVSURIHVVLRQDO
background and personal ambition had led to their prioritisation of a range of 
group functions. As a result of this they took on a variety of different roles 
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within its organisation. In most groups the leader (or occasionally a small 
group of leaders) appeared to have an elevated status that was reflected in the 
high esteem in which they were hHOGDQGWKHLUJUHDWHUVD\RYHUWKHµVWUDWHJLF¶
direction of the group. At first sight this appears to be at odds with the 
requirements of communicative action and thus to be an impediment to the 
development of collective identity. However the data indicate that the way 
power was perceived and used within the groups was more complex than the 
OHDGHUV¶RVWHQVLEOHVWDWXVPD\VXJJHVW%\XVLQJFROOHFWLYHLGHQWLW\DVDWRRO
ZLWKZKLFKWRH[SODLQWKHOHDGHUV¶UROHDQGWKHFRQVHTXHQWOHYHOVRIGHPRFUDF\
within the groups, a number of inter- related questions arise; were power or 
VWDWXVGLIIHUHQWLDOVZLWKLQWKHJURXSXVHGWRIXUWKHUWKHPRUHSRZHUIXOSDUWLHV¶
instrumental aims or the group¶s collectively negotiated social goals? How 
collective were these goals? Was power used as a means of silencing voices or 
EULQJLQJWKHPLQWRWKHJURXS¶VQHJRWLDWLRQV"%\DVNLQJVXFKTXHVWLRQVLWLV
SRVVLEOHWRPDNHVHQVHRIZK\LQPDQ\RIWKHJURXSVOHDGHUV¶VWUHQJWKRUHYHQ
³GRPLQDQFH´DSSHDUHGWRIRVWHUFROOHFWLYHRZQHUVKLSDQGD strong sense of 
VROLGDULW\DQGWRHQFRXUDJHPHPEHUV¶LQSXWLQWRWKHGHYHORSPHQWRIJURXS
codes, customs and practices; whilst in a very small number it resulted in a 
GHWDFKHGPHPEHUVKLSZLWKOLWWOH³VHQVHRIZH´ 
As stated above the leaders in many groups had a disproportionate say in 
JURXSV¶KLJKHUOHYHOGHFLVLRQPDNLQJIRUH[DPSOHLQGHYHORSLQJWKHJURXS¶V
capacity to act as a service provider, to work in partnership with professionals 
or to forge links with broader advocacy bodies or community organisations. 
And steering the group towards these ends often seemed to take place in the 
absence of any discussion with members. However, in most groups this did not 
VHHPWRDIIHFWIHHOLQJVRIFROOHFWLYHLGHQWLW\DQGRZQHUVKLSDVWKHOHDGHUV¶
ambitions were clearly seen as running in parallel with those of the members; 
WKHVHWHQGLQJWRIRFXVRQPRUHGD\WRGD\ZD\VRIPDLQWDLQLQJWKHJURXS¶V
original support functions, which the members in general still saw as being 
fulfilled. Respondents were happy to take a pragmatic view of the different 
contributions that individuals with different narrative histories and consequent 
priorities could make to the group. Leaders were seen as providing the 
motivation, technical knowledge and ability to speak confidently and 
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articulately, skills that were frequently lacking amongst regular members due 
to their health condition, educational, professional or cultural background. 
What was key within those groups with well-developed processes of collective 
identity creation was that all contributions served the collectively agreed goal 
of sustaining the group in order that it could fulfil the individual needs 
subjectively decided upon by each of the members. The fact that these needs 
ZHUHLQSDUWDGGUHVVHGE\EHLQJ³SDUWRIVRPHWKLQJ´LQdicates that the process 
itself, that is of taking part in a joint enterprise of decision making in which 
³ZHDOOJHWLQYROYHG´DOEHLWLQPHPEHUV¶FDVHJHQHUDOO\DWDPRUHTXRWLGLDQ
OHYHOZDVDFRQVWLWXWLYHSDUWRIWKHJURXS¶VSXUSRVHDQGWKHLGHQWLW\WR which 
LWVPHPEHUVDJUHHGWRVXEVFULEH$WDQJLEOHH[DPSOHRIKRZUHJXODUPHPEHUV¶
DQGOHDGHUV¶GLIIHUHQWUROHVVHUYHGWKHVDPHHQGVZDVWKDWDSULPHFRQFHUQIRU
many groups was their inability to reach potential new members who they felt 
could benefit from the support functions to which the regular members 
contributed and from which they themselves most benefitted. Thus when 
leaders, through their ability to make links with professionals or to increase the 
scope of the group through identifying and securing funding, took the group, 
albeit at times unilaterally, in a direction that helped to fulfil this, it had the 
HIIHFWRIEROVWHULQJUDWKHUWKDQLPSHGLQJWKHJURXS¶VLGHQWLW\DQGFROOHFWLYH
goals. Furthermore it could be argued that the disparity between members, who 
generally prioritised and contributed more actively to inward-looking 
activities, and leaders, who tended to take the impetus for developing outward-
oriented links, supports a view of self-help groups as sustaining the public 
sphere in broader Habermasian terms; thus whilst it was usually the leaders 
that ensured the group did not become closed off from both communications 
within the broader society or from its integrative links with the system, the 
members tended to ensure that, despite these liQNVDQGWKHJURXSV¶FRQVHTXHQW
growth and formalisation, they remained anchored in lifeworld values, 
articulated through the medium of narrative histories and reciprocity. 
:KRLVWKH³ZH´LQDVHOI-help group? 
7KHJURXSV¶VWUXFWXUHVZHUHQRWRQO\GLIIHUHQWiated along the lines of leaders 
and regular members. There was also evidence of different categories or levels 
RIPHPEHU5HVSRQGHQWVIUHTXHQWO\VSRNHDERXWWKHH[LVWHQFHRID³FRUH´
237 
 
which was the category with the highest levels of commitment and most 
closely involved in running the group; ad-hoc members, who only attended 
RFFDVLRQDOO\WUDQVLHQWPHPEHUVZKR³PRYH>G@RQ´ZKHQWKH\KDGJDLQHG
what they wanted from the groups; and peripheral members who only took a 
limited part in group activities and in its organisation. The result of this 
stratification was that in virtually all groups it was only a proportion of 
members that was included in the negotiation of group goals, rules, practices 
and customs. This therefore raises questions about how collectivHJURXSV¶
LGHQWLWLHVUHDOO\ZHUHZKRZDV³SDUWRIWKHFLUFOH«>WKDWVSRNH@RIWKHPVHOYHV
LQWKHILUVWSHUVRQSOXUDO´DQGKRZLQFOXVLYHWKLVFLUFOHZDV 
What is of particular interest in understanding the normative culture that bound 
the groups is why certain categories of member were accepted as having a 
OHJLWLPDWHSDUWLQWKHJURXSZKLOVWWKH³IUHH-ULGHUV´UHIHUUHGWRDERYHDVZHOO
occasionally, as peripheral members, were not. In answering this we are again 
drawn back to the tension arising through tKHJURXSV¶VKDUHGDQG
heterogeneous values, reinforcing the hypothesis that however strongly the 
groups claimed to celebrate diversity and autonomously reached, individual 
interpretations of need, there must be some core value without which the 
formation oID³ZH´ZRXOGEHLPSRVVLEOHDQGKHQFHWKDWWKHEUHDFKRUIDLOXUH
to acknowledge the value of which will set the boundary for acceptance within 
the group.  
The transient, ad-hoc and (sometimes) peripheral members in nearly all cases 
were believed to be usiQJWKHJURXSWR³KHOSWKHPVHOYHV´LQOLQHZLWKWKHFRUH
self-KHOSHWKRVDQGSXUSRVH0HPEHUVZKR³PRYHGRQ´IRUH[DPSOHZHUHVHHQ
to have used the group as a means to having helped themselves. Ad-hoc 
members, in particular the young, were also seen to be gaining something in 
terms of their own self-management and efficacy by their occasional 
attendance; in some groups the fact that their benefit arose merely through 
³NQRZLQJWKHJURXS>ZDV@WKHUH´LIWKH\QHHGHGLWZDVHQRXJKIRUWKHUHVWRI
the members to see them as subscribing to and hence legitimating the core 
purpose and ethos of the group.  Thus neither of these categories was subjected 
to opprobrium for their failure to take on any duties with regards to sustaining 
the group or contributing actively to its process of collective identity 
238 
 
negotiation. In this they provide further evidence of the importance to the 
JURXSV¶FROOHFWLYHLGHQWLW\QHJRWLDWLRQRIUHVSHFWIRUHDFKLQGLYLGXDO¶V
autonomous choice, which would necessarily allow for the option of not taking 
part in such negotiations. These members, whilst wanting to benefit in 
SUDFWLFDOZD\VDSSHDUHGWRKDYHKDGQRQHHGRUGHVLUHWRJDLQIURPEHLQJ³SDUW
RI´DGHPRFUDWLFFROOHFWLYHQHLWKHUPD\WKH\KDYHQHHGHGWKHJURXSLQWHUPV
of their own self-recognition or personal identity (discussed below). However, 
such practical benefits, especially when the group was seen as a means by 
which these passing members returned to work, appeared to fulfil the core 
QRUPDWLYHUHTXLUHPHQWRIWDNLQJDQ³DFWLYHVWHS´and using the group as a 
PHDQVWR³KHOS\RXUVHOI´ 
2IFRXUVHWKLVSUHVXPHVWKDWWKHVHPHPEHUV¶GHFLVLRQQRWWRSDUWLFLSDWH
GLUHFWO\LQWKHJURXS¶VLGHQWLW\FUHDWLRQZDVIUHHO\WDNHQ$QDOWHUQDWLYH
interpretation would be that whilst these members wanted to help themselves 
LQOLQHZLWKWKHJURXS¶VFRUHYDOXHWKH\QRQHWKHOHVVGLGQRWVXEVFULEHWRLWV
wider norms, goals or ways of working, but felt powerless to affect or change 
them and hence removed themselves from the process of their formulation. 
Clearly only under the former conditions could groups be said to be engaging 
in the type of communicative action that gives rise to collective identity and 
sustains civil society. However even taking into account the methodological 
bias inherent in interviewing largely core and long-term members, the evidence 
from nearly all the groups  suggests that the former was indeed the case; ad-
KRFPHPEHUVZHUHZHOFRPHGEDFNZKHQHYHUWKH\³WXUQ>HG@XS´VRPHWLPHV
becoming more settled members upon their return; short term members were 
consistently referred to without hostility or condemnation; and some 
UHVSRQGHQWVVSRNHDERXWWKHHYROXWLRQRIWKH³FRUH´PHPEHUVKLSLWVHOIDQGWKH
ways that the group had changed in response to this ± the implication therefore 
being that in the vast majority of cases entry into the bargaining process was 
open, fluid and inclusive. Thus, although these categories of member did not 
seem to take a direct part in the negotiation of group identity, their welcome 
participation can be seen as democratising in two important ways; firstly, in 
VXSSRUWLQJHDFKPHPEHU¶VULJKWDQGFDSDFLW\WRDVFHUWDLQDQGGHILQHWKHLURZQ
need it reinforced the importance of individual autonomy as the basis of the 
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JURXS¶VFROOHFWLYHLGHQWLW\DQGVHFRQGO\E\SURYLGLQJRSHQ-ended 
communication channels to and from the broader society that would help to 
foster mutual understanding beyond the group by allowing group norms to be 
H[SRUWHGDQGHQVXULQJWKDWWKHJURXS¶VFROOHFWLYHLGHQWLW\GLGQRWEHFRPHDQ
unchanging, closed system but remained in active contact with values and 
ideas from a range of different sources.   
The attitude towards these transient participants provides an illuminating 
contrast with that shown towards long term members and again illustrates how 
WKHFRUH³VHOf-KHOS´HWKRVDFWHGDVWKHNH\VWRQHRQZKLFKWKHFRPPXQLFDWLYH
SURFHVVHVDQGVWUXFWXUDOIRUPVWKDWVXSSRUWHGWKHJURXS¶VFROOHFWLYHLGHQWLW\
creation rested. Unlike those participants who were just passing through or 
GLSSLQJ³LQDQGRXW´PHPEHUVZKRVWD\Hd on in the group became subject to 
additional duties and responsibilities that contributed both to the social goal of 
sustaining the group as well as to the creation of its collective, normative 
culture; the former being through the expectation of taking on organisational 
roles and practical tasks and the latter through actively contributing ideas and 
participating in decision making procedures.  It was through this diversified 
attitude towards different types of member that the group displayed their 
respeFWIRULQGLYLGXDOFKRLFHDVEHLQJPDQLIHVWHGWKURXJKWKHFRUH³VHOI-KHOS´
YDOXHKHOS\RXUVHOIWKURXJKPRYLQJRQRUKHOS\RXUVHOIWKURXJKEHLQJ³SDUW
RIVRPHWKLQJ´$QGWKLVSURYLGHVDQH[SODQDWLRQRIKRZWKHVDPHJURXSVZHUH
KDSS\WRVHH³WKHYDVWPDMRULW\RISHRSOHPRYHRQ´DWWKHVDPHWLPHDV
HPSKDVLVLQJWKDW³\RXKDYHWRFRQWULEXWH± WKHUH¶VDQH[SHFWDWLRQWKDWLI\RX
FRPH\RX¶OOEHSDUWRILW´ 
Viewed from the perspective of the lifeworld it is clear that in both cases the 
JURXSV¶RYHUULGLQJDLPZDV to encourage personal autonomy and to prevent 
passivity and dependence. In other words, with the exception of a tiny minority 
of groups, what was not allowed was to simply be helped. With regards to long 
term members the groups were not always successful in achieving this aim but 
leaders and core members dedicated a lot of energy and imagination to the task 
of getting these individuals involved in group responsibilities and where 
members persistently failed to respond to this they became subject to moral 
dLVDSSURYDODNLQWRLIOHVVLQWHQVHWKDQWKDWVKRZQWRZDUGVWKH³IUHH-ULGHUV´ 
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In a couple of groups leaders did not impose these types of expectation on any 
FDWHJRU\RIPHPEHU,QWKHVHFDVHVWKHOHDGHUV¶GRPLQDWLRQRIWKHJURXSZDV
clearly not used as a means of furthering WKHJURXS¶VFROOHFWLYHJRDOVRURI
HQVXULQJPHPEHUV¶LQSXWLQWRWKHLUGHYHORSPHQW,QVWHDGLWZDVWKHUHVXOWRID
SDWHUQDOLVWDWWLWXGHWKDWGHQLHGPHPEHUV¶EDVLFFDSDFLW\WREHLQYROYHGLQWKH
JURXS¶VVWUXFWXUHDQGWKDWHQVXUHGWKHOHDGHU¶VFRQWURORYHUDOODVSHFWVRILWV
functioning. The result was that the members of these groups displayed very 
low levels of ownership or collective identity, and it is interesting that since the 
completion of the study neither is still in existence.  
 
9.1.4 Whose voice is being heard? 
 
As well as responsibilities towards sustaining the group through having an 
input into its tasks and organisation, long term members were subjected to a 
GXW\WRFRQWULEXWHWRWKHFUHDWLRQRIWKHJURXS¶VQRUPDWLYHFXOWXUHDnd the 
development of its FROOHFWLYHJRDOV,QWHUHVWLQJO\DQGLQVXSSRUWRI0HOXFFL¶V
ideas, the need to sustain such an inclusive process and the structural 
DUUDQJHPHQWVRQZKLFKLWUHVWHGWKDWLVIXOILOOLQJPHPEHUV¶DLPVRI³EHLQJ
SDUWRI´DGHPRFUDWLc body, appeared itself to be a constitutive part of such 
social goals; a factor that helps to explain why some leaders and core members 
VWD\HGRQLQJURXSVGHVSLWHKDYLQJDOUHDG\DGGUHVVHG³HYHU\ERG\¶VSUREOHPV
DOUHDG\´7KXVDQ\OHDGHUVKLSPRGHODVORQJ as it fed into these ends could be 
seen to sustain the negotiation of a collective identity. As might be expected, 
many of those groups with egalitarian structures and collegiate leadership 
tended to have the types of open communication with high levels of member 
input that would foster the creation of collective goals, with these goals and 
structural forms perpetuating each other. However, perhaps more interestingly, 
WKHUHZDVRQFHDJDLQH[WHQVLYHHYLGHQFHRIJURXSVLQZKLFKWKHPHPEHUV¶
background, health condition or circumstances acted as a barrier against their 
ZLOOLQJQHVVRUFRQILGHQFHWR³VSHDNRXW´DQGZKHUHLWZDVWKXVRQO\WKURXJK
the encouragement and even coercion of a strong leader that these members 
gradually came to be included in the conversation. Some of the most dominant 
OHDGHUVZHUHFOHDUO\XVLQJWKHLUSRZHULQWKHJURXSWRHQVXUHWKDW³HYHU\ERG\
241 
 
KDVDVD\´,QIDFWVXFKDSURFHVVKDGRFFXUUHGWRSHUKDSVWKHJUHDWHVWH[WHQWLQ
a professionally led group. This group, whose membership came from a 
traditionally very repressed section of an ethnic minority culture, had 
GHYHORSHGDQH[WUHPHO\VWURQJ³VHQVHRIZH´ZKLFKWKH\ZHUHDZDUHZRXOG
have been impossible without such leadership. Similar evolution of group 
identity had occurred in dominantly led groups that contained members with 
learning disabilities, speech difficulties and limited literacy. Using collective 
identity as an analytical tool thus warns against thinking in hard and fast terms 
DERXWZKDWFRQVWLWXWHVDQµLGHDO¶JUDVVURRWVDVVociation in civil society, or an 
ideal structural form or type of leadership in self-help groups. Both 
sociological theory and self-help literature has a tendency to idealise 
democratic structures and shared leadership (Maton 1988, Rootes & Aanes 
1992) without necessarily giving thorough attention to the different forms 
these might take and the various ways in which democracy might arise. 
6LPLODUO\WKH+DEHUPDVLDQUHTXLUHPHQWIRUWKH³VSRQWDQHRXVO\HPHUJHQW
DVVRFLDWLRQV´LQFLYLOVRFLHW\SZKLFKhas at times fed the idea of 
SURIHVVLRQDOO\LQVWLJDWHGRU³DVWURWXUI´JURXSVDVEHLQJVRPHKRZOHVVFLYLF
WKDQµWUXH¶PHPEHU± OHGRUJDQLVDWLRQV2¶'RQRYDQSLIDFFHSWHG
uncritically might obscure the unique modes of democracy taking place in 
other types of group. By focusing on processes of collective identity formation, 
DVEHLQJHIIHFWHGWKURXJKWKHHWKRVRI³VHOI-KHOS´FRXSOHGZLWKWKHLQFOXVLRQRI
all interested voices in a process of on-going negotiation, it becomes clear that 
similar democratising effects may come about in groups with different 
structural forms, these forms themselves being negotiated as part of the 
collective identity in response to the needs of the parties to its creation. Thus 
groups, in which apparent status differentials, DULVLQJWKURXJKWKHOHDGHU¶V
professional background, educational level or strength of personality, exist, 
may still provide an ideal milieu in which to foster the type of communicative 
equality postulated in Chapter 2. 
This does not imply that group leaders would never use their knowledge, 
ability to articulate their point of view or the esteem in which they were held in 
order to influence members. It is notable that in a number of groups, including 
some of the most democratic, ZLWKWKHVWURQJHVW³VHQVHRf we,´OHDGHUV
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UHVHUYHGWKHULJKWWRKDYHWKH³ILQDOVD\´+RZHYHUWKHHYLGHQFHFOHDUO\
indicated that members of groups with all types of leader saw themselves as 
speaking as equals and as such contributing equally legitimately to a social 
identity to which all members, including group leaders, subscribed. Indeed the 
idea of shared identification with the outcome of group communications, or 
rather the lack of it, may help to explain the low levels of collective identity 
and member ownership in a very small number of the groups. The leaders of 
these groups, either through tangible symbols, such as wearing official T-
shirts, which put them on a different communicative footing to the rest of the 
members, or through their denial of ever having needed or benefitted from the 
JURXS¶V³VHOI-KHOS´IXQFWLRQGLIIHUHQWLDWHGWKHPVHOYHVIURPWKHPHPEHUVKLSLQ
ways that meant they were not personally buying into a common identity.  In 
PRVWJURXSVKRZHYHUWKHIDFWWKDWPHPEHUV¶FRQWULEXWLRQVPLJKWQRWEHRIWKH
same nature or made at the same level as those of the leaders did not invalidate 
VXFKLQSXWIRUPLQJDFRQVWLWXHQWSDUWRIWKH³ZH´0DQ\UHVSRQGHQWVIHOWD
sharp awareness of being an essential component of this, despite it transpiring 
that they were only contributiQJLGHDVDERXW³ZKHUHZHJRRQWULSV´,WFRXOG
EHDUJXHGHVSHFLDOO\LQOLJKWRIWKHOHDGHUV¶GLVSURSRUWLRQDWHUROHLQ
GHWHUPLQLQJWKHJURXS¶VVWUDWHJLFGHYHORSPHQWWKDWWKLVDPRXQWHGPHUHO\WR
tokenism. However such input in a small, informal setting can actually have an 
effect on its overall purpose, ethos and atmosphere and in fact social events 
and outings were an extremely important part of how most groups realised 
their overall aims.  
In addition there was evidence that many leaders would use opportunities such 
DVWKLVWREXLOGPHPEHUV¶FRQILGHQFHVRWKDWWKH\ZRXOGEHJLQWRXQGHUWDNH
increasingly responsible roles and have input into more important group 
decisions and ideas. This often involved allocating duties and official titles that 
had the effect of equalising the status differential between leaders and 
members, in particular through involving members in communicative 
processes outside the group; through encouraging them for example to speak at 
consultations and awareness events or to run websites or Facebook pages. 
&OHDUO\DQLPSOLFDWLRQRIµWUDLQLQJ¶PHPEHUVWRSURMHFWWKHLUYRLFHVWKXV, 
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would be its feeding back into the ways they would subsequently be able to 
involve themselves in dialogue and debates within the group.  
 
9.1.5 Conflict and ideology 
 
The complexity of the interplay between the homogenising and heterogeneous 
IRUFHVDWWKHKHDUWRIWKHJURXSV¶FROOHFWLYHLGHQWLW\FUHDWLRQZDVDOVRHYLGHQW
with regards to their ethical and political ideology. The discussion so far has 
illustrateGWKHSURIXQGLW\RIWKHJURXSV¶DWWDFKPHQWWRWKHHWKLFDOYDOXHVWKDW
XQGHUSLQQHGWKHLUFRQVWUXFWLRQRI³VHOI-KHOS´ZLWKGHYLDWLRQIURPWKLV
normative code leading to censure and even exclusion. Such a position could 
thus be deemed highly ideological; and yet the groups did not see it in this 
way. A possible explanation for this may be because such an admission could 
XQGHUPLQHWKHPDMRULW\RIJURXSV¶DOPRVWHTXDOO\LPSRUWDQWEHOLHILQUHVSHFW
for the individual and support for a diversity of views. The groups, including 
WKRVHZLWKWKHVWURQJHVWDGKHUHQFHWRD³VHOI-KHOS´HWKRVIUHTXHQWO\UHIHUUHGWR
KDYLQJ³QRVWDQFH´RU³QRFROOHFWLYHYLHZ´RQZKDWWKH\VDZDVSROLWLFDORU
LGHRORJLFDOLVVXHV,WDSSHDUVWKHUHIRUHWKDWWKHµFRUH¶YDOXHWKDWERXQGWKH
groups might have been endowed with an elevated status that in some ways 
UHVHPEOHVDODWWHUGD\YHUVLRQRIWKH³VDFUHG´RUWUDQVFHQGHQWFRPSRQHQWWKDW
united more traditional societies in a collective identity in the past (Habermas 
1987 p71) and without which such societies were seen to lack the means to 
maintain their cohesiveness and stability. It may be therefore that groups are 
tacitly aware that without such a shared, fundamental value that defines the 
³ZH´DQGLWVERXQGDU\WKHUHZRXOGEHQRSRVVLELOLW\RI sustaining the 
collective. As such though it remains conceptually problematic in terms of its 
compatibility with unrestrained communicative action as it suggests that 
perhaps any, otherwise democratic, grassroots association, in order to maintain 
its integrity, will indeed be constrained in its freedom to debate, deviate from 
RUDPHQGWKHJURXS¶VµFRUH¶ELQGLQJYDOXHIt is unclear as to how far 
Habermasian theory is able to find a way around this thorny issue. On one 
hand Habermas appears to accept the necessity of certain elements of 
³EDFNJURXQGNQRZOHGJH´LQWKHOLIHZRUOGDVEHLQJVR³DQFKRUHGWKDW,FDQQRW
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WRXFKWKHP´:LWWJHQVWHLQFLWHGLQ+DEHUPDVS+RZHYHU
*UDKDP6FDPEOHUSLQWHUSUHWV+DEHUPDV¶ZRUNDVPHDQLQJWKDWWKHVH
³EDFNJURXQGDVVXPSWLRQV´DUHRQO\WDNHQIRUJUDQWHGLQWKLVZD\ZLWKLQWKH
process of instrumental rather than communicative rationality ± the latter 
acting as a means through which to reflect upon, question and reinterpret such 
knowledge.  
Leaving this difficulty aside however, the groups unanimously upheld a view 
RIWKHPVHOYHVDVLGHRORJLFDOO\SOXUDOLVW$QGVXFKDODFNRIDSROLWLFDO³VWDQFH´
was especially notable, given the history of radicalism in this area (Emerick 
1991, Crossley 2006), amongst the mental health groups, none of which 
advocated a particular standpoint with regards to the use of drugs or 
SV\FKLDWULFSUDFWLFHV$OOJURXSVIHOWWKDWZKLOVWVXFKWKLQJVZHUHRIWHQ³XSIRU
GLVFXVVLRQ´WKH\ZHUHXOWLPDWHO\FKRLFHVWKDWKDGWREHPDGHE\WKHLQGLYidual 
GHSHQGLQJRQWKHLURZQFLUFXPVWDQFHVDQGSHUVRQDOKLVWRU\7KHJURXS¶VUROH
was therefore to provide a forum in which these issues could be discussed and 
justified and through which choices could thus be better informed and taken 
with greater confidence. The groups were similarly keen to distance 
WKHPVHOYHVIURPLGHQWLILFDWLRQZLWKRYHUWO\SROLWLFDOLGHRORJLHVVXFKDV³EODFN´
SROLWLFV³SDUHQWSRZHU´RUGLVDELOLW\ULJKWVZKLFKPLJKWKDYHVWLIOHGWKH
PHPEHUV¶IUHHGRPWRFRQWULEXWHWKHLURZQRSLQLRQDERut treatments, policies 
RUHWKLFDOTXHVWLRQVWRWKHJURXS¶VQHJRWLDWLRQSURFHVVHV 
7KHUHVXOWRIWKLVLGHRORJLFDOSOXUDOLVPZDVWKDW³FRQIOLFW´ZDVQRWRQO\DIDLUO\
common occurrence in meetings but was seen by some groups as an intrinsic 
part of their collective identity.  It was therefore to be welcomed and 
encouraged rather than avoided. In this they provide an interesting 
counterpoint to those health activist movements that similarly claim to be 
grounded on collective identity and that are sometimes seen as having a greater 
impact on political discourse in the public sphere than self-help groups. These 
organisations, for example, the anti-psychiatry or AIDS movements, have been 
observed to draw sharp ideological boundaries between activists and others, to 
the extent that they may at times have excluded the voices of those who do not 
share their political outlook (Epstein 1995, Crossley 2006). Many of the 
JURXSVLQWKHFXUUHQWVWXG\WKHUHIRUHWKURXJKWKHLU³HQGOHVV«DUJXPHQW´
245 
 
³KHDWHGGHEDWH´DQG³FRQIOLFW´WKDWZHUHDQLQWHJUDODVSHFWRIWKHLUVRFLDOJRDOV
and through which compromise was nearly always attempted, appear to be 
more paradigmatic examples of the negotiatory / consensus seeking process at 
the heart of collective identity creation than some forms of new social 
movement. Thus, whilst self-KHOSJURXSV¶YRLFHVPD\QRWVRXQGDVSROLWLFLVHG
DVDFWLYLVWRUJDQLVDWLRQV¶WKLVODFNRIDQRYHUW³SROLWLFLVHGFROOHFWLYHLGHQWLW\´
may reflect a more communicatively rational process, more oriented to 
understanding than to pre-ordained ideological ends. In other words whilst 
self-KHOSJURXSV¶LGHQWLW\PD\EHOHVV³SROLWLFLVHG´LWPD\EHPRUHJHQXLQHO\
³FROOHFWLYH´LQWHUPVRIWKHUDQJHRISROLWLFDOYLHZVLWGUDZVLQWRWKH
conversation. 
This is not intended to suggest that all self-KHOSJURXSV¶DQGDOOQHZVRFLDO
movements will have the same impact on public discourse or to suggest that 
one type of association is inherently superior to the other in this respect. Indeed 
it is possible that the activist / non activist boundary around new social 
PRYHPHQWVLVVLPSO\SHUIRUPLQJWKHIXQFWLRQWKDWWKHµFRUH¶³VHOI-KHOS´HWKRV
is doing in self-help groups. However by focusing on the processes that give 
rise to collective identity development it allows for a more nuanced view of the 
range of effects that organisations with different structural forms and political 
outlooks can have, and the location on the spectrum of civil society at which 
they are likely to be felt. It thus provides us with a set of useful questions that 
can help in the task of unpicking the democratic implications of different 
health citizenship groups.  
 
9.1.6 Identity as recognition: the self beyond the group 
 
The internal processes discussed above form a crucial part of the collective 
identity creation taking place within groups. Members were clearly articulating 
their own needs and negotiating their own roles according to their individual 
priorities in ways that would contribute to the social enterprise of the group. 
However, it could still be argued that to do this solely through the device of 
EHLQJZLWKSHRSOH³LQWKHVDPHERDW´KRZHYHUGHPRFUDWLFDOO\WKH\EHKDYHG
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amongst themselves, amounted to a withdrawal from the broader community 
and hence to the diminution of civil society. Of course it would be expected 
that the level of internal democracy in an association would correlate with its 
democratising effects in the broader society. And we have already suggested 
that those groups with open, inclusive and fluid structural arrangements would 
be in communication with the wider society and hence in the position to take 
WKHJURXS¶VGHPRFUDWLFHWKRVRXWLQWRWKHLURWKHUVRFLDOQHWZRUNV7KLVVHFWLRQ
ZLOOORRNPRUHFORVHO\DWWKHZD\VLQZKLFKWKHJURXSV¶VXSSRUWUROHJURXQGHG
on both the shared experieQFHDVZHOODVWKH³VHOI-KHOS´HWKRVFDQKDYHDQ
effect on communications in the lifeworld and civil society. 
One of the most puzzling observations upon first reading the findings was the 
frequency with which respondents referred to their or other members¶
³LVRODWLRQ´DVDUHDVRQIRUQHHGLQJWKHJURXSGHVSLWHLWWUDQVSLULQJWKDW
virtually all belonged to extensive, strong and supportive social networks. This 
LVRODWLRQDURVHGXHWRRWKHUV¶LQDELOLW\WRRIIHU³XQGHUVWDQGLQJ´WRPHPEHUV
who thus sought out the group as a means of obtaining such fellowship. Such a 
retreat into the company of others who shared the cause of the isolation 
appears to be at odds with the Habermasian concept of the public sphere acting 
as a space in which to nurture social integration through communicative 
practices oriented to mutual understanding; instead of contributing to such 
SURFHVVHVPHPEHUV¶DFWLRQVFRXOGEHIRVWHULQJVRFLDOIUDJPHQWDWLRQE\
denying those who do not share the condition the opportunity of attaining 
understanding. Thus any collective identity that closed off communications in 
this way, whatever the means of its creation within the group, could not claim 
to be sustaining the public sphere more broadly.  
However, closer reading of the data allows such a negative interpretation of the 
JURXSV¶UROHLQDGGUHVVLQJ³LVRODWLRQ´WREHZKROO\GLVPLVVHG,QIDFWWKH
groups were using both their shared condition and normative culture as a 
means of enhancing the quality of public discourse in a number of important 
ways. At an overt level, evidence of this case came from the limited ways in 
which the respondents used the groups. The lack of desire to form friendships 
that went beyond group meetings and periodic social events clearly indicates 
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that the groups were not being used to replace existing relationships or in a 
way that encouraged dependency on either leaders or other members.  
At a more subtle, communicative level the data indicate that the shared 
experience and the inter-personal understanding this gave rise to were acting as 
a means of reforming and reframing self-identity and self-recognition. This 
identity could then be carried out beyond the group to form the basis of the 
dialogue through which a more authentic social recognition could be achieved. 
This section wilOWKHUHIRUHFRQVLGHUKRZWKHJURXSVZHUHDGGUHVVLQJWKH³VHOI-
XQGHUVWDQGLQJ´WKDW+DEHUPDVUHJDUGHGDVDQHFHVVDU\SUHFXUVRUWRWKH
GHYHORSPHQWRI³VRFLDOLGHQWLWLHV´DQGWKHVXEVHTXHQWZD\VWKDWWKLVFDQDIIHFW
the lifeworld and public sphere. 
Mandiberg and Edwards (2013) summarise the extensive literature on the 
concept of self-recognition. Their overview can help us to understand the role 
of self-help groups in augmenting communication channels in the lifeworld, 
and it is hoped that their framework may itself be enhanced through its 
application to the current findings. Self-recognition is conceptualised as 
entailing three aspects, the individual self, through which we compare and 
differentiate ourselves from others, as well as the relational and collective 
selves. They explain how 
,QGLYLGXDOVHOIDQGLGHQWLW\LVLQIOXHQFHGE\WKHUHDFWLRQVRIRWKHUV«
When others do not confirm an identity that is salient to the individual 
«WKHVDOLHQFHRIWKDWLGHQWLW\LVUHGXFHG«>WKXVWKH@SRVLWLYHVHQVHRI
self will EHGLVFRQILUPHG«>DQG@«>WKLV@PD\OHDGWROHVV
involvement in the broad community and more dependency related 
inter-personal relationships with mental health staff (p24) 
With regards to the individual self as formed through comparison with and 
differentiation from others, the groups were acting as a way of accommodating 
the changes that had been forced upon them as a result of a diagnosis or life-
changing event. Members frequently referred to previously held jobs, roles and 
responsibilities which had socially located them and formed the basis of how 
they saw themselves in relation to others and without which they clearly felt 
adrift. The groups provided the opportunity to use old skills, albeit in a 
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different setting, and to take on new duties and commitments that allowed 
them to recreate a self that could still be compared to others in a favourable 
way. In order to achieve this, the members were clearly relying on lifeworld 
resources as opposed to dependency on impersonal, professional relationships. 
HoZHYHUWKHGDWDLQGLFDWHWKDWWKHJURXSV¶UROHRSHUDWHGDWDGHHSHUOHYHORI
WKHLQGLYLGXDOVHOIWKDQWKDWRXWOLQHGE\0DQGLEHUJDQG(GZDUGV0HPEHUV¶
adjustments to their self-recognition arose not only in response to their 
comparison with others, but crucially in relation also to their past self. A 
number of respondents indicated that it was their own inability to recognise 
and understand their new self in relation to a salient previous self that preceded 
RWKHUV¶LQDELOLW\WRXQGHUVWDQGWKHP0DQGLEHUJDQG(GZDUG¶V
conceptualisation of self- recognition may therefore benefit by being extended 
to include an on-going process through which individuals, particularly after a 
life-changing event, assess their current self through its comparison to and 
differentiation from past selves.  
7KHQHHGWRDGGUHVV³LVRODWLRQ´WKURXJKEHLQJZLWKSHRSOH³LQWKHVDPHERDW´
far from driving social fragmentation, was therefore the first step towards 
achieving mutual understanding within the broader society. Being with others 
ZKRFRXOGYLQGLFDWHRURIIHULQVLJKWLQWRPHPEHUV¶VLWXDWLRQDOORZHGWKHPWR
EHJLQWRDQVZHUWKHTXHVWLRQ³ZKRDP,QRZ´DQGDGGUHVVWKHGLVVRQDQFH
within their own self-recognition, the existence of which would inevitably 
KDYHXQGHUPLQHGRWKHUV¶DELOLW\to understand them. Without this, all 
subsequent communications, be they within institutional, personal or intimate 
relationships would necessarily be distorted. Likewise true consensus and 
VRFLDO³FRPSUHKHQVLELOLW\´+DEHUPDVSZRXOGEHLPSRVVLEOe due to 
the erroneous premises on which attempts to attain them were based. In using 
PHPEHUV¶VKDUHGH[SHULHQFHVWKURXJKWKHSURFHVVRIQDUUDWLRQRILQGLYLGXDO
life histories in order to nurture the development of a new self that is a 
coherent continuation from the old, groups were performing the most 
fundamental function in terms of identity creation, which provided the basis on 
which all subsequent relational, social or collective selves could be negotiated 
and understood. It appears therefore that in stUHVVLQJWKHLUVHQVHRI³LVRODWLRQ´
despite being embedded in extensive social networks, the groups were not 
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HQFRXUDJLQJPHPEHUVWRDGRSWDµVWDWXV¶RIµLVRODWLRQ¶DNLQWRWKHYLFWLPKRRG
of which self-help groups have been suspected of fostering in the past, as a 
means of making dependency inducing claims on the system or withdrawing 
from social relations. This positive approach to the process of identity 
IRUPDWLRQLVDJDLQLQGLFDWLYHRIWKHFHQWUDOLW\RIWKHJURXSV¶³VHOI-KHOS´HWKRV
DQGLWVGHPDQGVIRU³VHlf-UHVSRQVLELOLW\´DFWLYHVWHSV´DQG³DSRVLWLYH
DWWLWXGH´7KHUHVSRQGHQWV¶DELOLW\WR³EHWKHPVHO>YHV@´DQGWR³ZRUNRXW´
through the validation of other members, how to live as a person with their 
condition, but still within the context of their own personal history, allowed 
WKHPWRUHEXLOGVRFLDOOLYHV³JHWEDFNLQWRQRUPDOOLIH´DQGIRUPQHZ
connections and networks in the community. 
What is interesting about approaching collective identity in this way is that by 
focusing on self-recognition as a means to social recognition the effects that 
take place in the lifeworld assume a slightly different slant to those that are 
usually attributed to new social movements and hence to self-help groups 
when they have been cast as a type of such. In new social movement theory 
associations are said to sustain the public sphere through their defence of the 
OLIHZRUOGE\³UHDFWLQJDJDLQVWLWVLQFUHDVLQJFRORQLVDWLRQ´E\WKHV\VWHP
:KLWHFLWHGLQ.HOOHKHUSDQG³FKDOOHQJLQJ´V\VWHPLPSHUDWLYHVLQ
particular biomedical expertise and individualised models of health and illness 
(Zoller 2005, Chamak 2008). The symbiotic processes of self-recognition and 
collective identity formation taking place in the current groups however did 
not arise through the desire to challenge or as a means of disputing biomedical 
knowledge or definitions. Instead they were oriented primarily to relations in 
the informal, private sector of the lifeworld. This is not to say that members 
did not use the group to enhance their status in relation to health professionals 
but this was rarely, if ever the reason why members joined or started groups. 
Although authors such as White and Kelleher undoubtedly appreciate the ways 
that self-help groups affect members in the most private spheres of their lives, 
WKHLUDQGRWKHUV¶HPSKDVLVRQ³FKDOOHQJH´GLVDIIHFWLRQDQGUHDFWLRQULVNV
underestimating the effects that this role of self-help groups can have on the 
quality of public discourse. In order to support any subsequent challenge to the 
system, or indeed to encourage the effective integration with it, it is essential 
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that the lifeworld itself is functioning properly. This not only depends on its 
being defended against system colonisation, but on the proper grounding of 
dialogue and relationships within it. If individuals wish to have an effective 
voice in the public sphere it is of paramount importance that this voice is heard 
by others as the speaker intends it to be, and this can only be achieved when it 
is a voice they properly recognise as their own. And far from challenging the 
individualist model of health, many group members chose to incorporate 
aspects of it into the process self-recognition and collective identity formation, 
using the technical information shared within the group as a means of 
increasing the likelihood of diagnosis or of reconceptualising their situation in 
ELRPHGLFDOUDWKHUWKDQVRFLDORUFXOWXUDOWHUPV5HVSRQGHQWV¶IUHTXHQW
willingness to incorporate medical labels into their self-identity could 
perpetuate the view of self-help groups as encouraging medicalization, a 
process generally believed to diminish the public sphere through removing 
complex social and ethical issues from public debate and into the exclusive 
arena of technical, specialist knowledge systems. And in one way groups did 
appear to be upholding such a view, constructing their conditions solely in 
individualised, corporeal terms with very little direct concern for broader 
issues of social justice. However, medicalization is also usually associated with 
deleterious effects in the lifeworld through its tendency to encourage passivity 
and welfare dependence. And this is not something to which the groups could 
be accused of contributing despite their readiness to adopt clinical labels. 
0HPEHUV¶RYHUULGLQJFRQFHUQWo help themselves meant that they saw 
diagnosis not only as a way of attaining self-understanding that helped them to 
reframe their identity but also as a means to better services and treatment and 
KHQFHWREHLQJEHWWHUSODFHGWR³GRVRPHWKLQJDERXW´WKHLU illness. This 
reframed, positive identity was then communicated to the broader society, both 
WKURXJKPHPEHUV¶UHHQJDJHPHQWLQ³QRUPDOOLIH´DQGWKURXJKJURXSV¶
extensive awareness and education activities, in ways that encouraged people 
with their condition to be recognised and treated as competent, capable 
participants in community life.  
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Understanding identity and recognition 
 It is important to understand the ways in which self-help groups address 
questions of recognition and of individual and collective identity, as a lack of 
clarity about such concepts and the ways they are related to each other, could 
have practical as well as theoretical implications. Kelleher (2001 p140), for 
H[DPSOHEHOLHYHVWKDW³OHDGHUVRIJURXSVQHHGWREHWUDLQHGLQLGHQWLW\
UHFRQVWUXFWLRQ«>DQG@KRZWRPRYHIURPFKLWFKDWWRFKDOOHQJH´6XFKD
recommendation raises a number of issues. Firstly, the mHPEHUV¶IRFXVRQ
shared experiential knowledge conveyed through personal narrative as their 
primary resource in the reframing of their identity does not sit easily with the 
idea of formal training. Secondly, the institutional basis of training leaders 
would carry with it implicit notions of ideal leadership, which could thus 
LPSHGHWKHSURFHVVRIQHJRWLDWLRQRIWKHJURXS¶VVWUXFWXUDOIRUPDVDQLQKHUHQW
part of its collective identity creation. And lastly, steering groups too hurriedly 
WRZDUGV³FKDOOHQJH´Uisks undermining the communicative foundations that 
WKH\DUHEXLOGLQJWKURXJK³FKLWFKDW´,QGHHGWRUHIHUWRJURXSV¶
FRPPXQLFDWLYHPHWKRGVDV³FKLWFKDW´VLPSO\EHFDXVHWKH\DUHQRWIUDPHGDV
overt political challenge could itself be seen as devaluing their work and as a 
V\PSWRPRIWKHDFDGHPLFELDVLQWKLVILHOGWRZDUGVWKH³SURWHVW´UDWKHUWKDQ
³HQDEOLQJ´HQGRIWKHFLYLFVSHFWUXP7KLVLVQRWPHDQWWRVXJJHVWWKDWWUDLQLQJ
group leaders or other types of institutional support for self-help groups can 
never be helpful, but rather that it should be undertaken with caution and in 
light of the best possible theoretical understanding of self-KHOSJURXSV¶JRDOV
and their means of attaining them.  
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 ?Ǥ ?ǣǲPǤǳ-help groups at 
the interface of system and lifeworld 
 
Introduction 
7KHPDMRULW\RIWKHJURXSVFOHDUO\VDZWKHPVHOYHVDV³SDUWRIWKHFRQWLQXXP´
of public health services, and yet at the same time strenuously defended their 
LQGHSHQGHQWVWDWXVDV³VHSDUDWH´IURPWKHP7hey were very reliant on health 
practitioners as sources of information, were happy to receive benefits such as 
free rooms, felt they should be in receipt of referrals from health providers and 
\HWZRXOGEURRNQR³LQWHUIHUH>QFH@´IURPWKHP7KLVDPELJXRXVposition - 
simultaneously claiming to be within the private sphere and linked to but 
separate from the state ± requires further examination and invites analysis from 
the perspective of the system / lifeworld boundary. Using this conceptual space 
as a tool with which to analyse the findings we can begin to account for why 
the groups perceived themselves in this seemingly equivocal manner and in 
doing so can throw further light on the ways in which they were sustaining 
communication in the public sphere.  
As discussed at Chapter 2, Habermas conceptualises the system and lifeworld 
as two distinct spheres of social life. According to this model the system, 
encompassing the state and economy, is grounded in the technical knowledge 
of experts and specialists and defines and responds to social problems 
according to an administrative logic that prioritises efficiency and effectiveness 
over communicative, socially integrative ethical values. The lifeworld, on the 
other hand, elevates the normative, emotional and personal aspects of need, in 
the articulation of social goals, and expresses these through everyday language 
7KURXJKWKHV\VWHP¶VJUHDWHUSRZHUZKLFKGHULYHVIURPLWVFRQWURO
RYHULQIRUPDWLRQDQGUHVRXUFHVWKHUHLVDQDWXUDOWHQGHQF\IRULWWRµFRORQLVH¶
WKHOLIHZRUOGDQGVXEMHFWLWWRV\VWHPLPSHUDWLYHV'HIHQGLQJWKHOLIHZRUOG¶V
autonomy is thus essential if citizens are to maintain an independent voice that 
is capable of developing genuine alternatives to the instrumental aims of the 
system.  
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It is now widely believed however that the most effective way of defending 
lifeworld autonomy is not to attempt to uphold total separation between the 
VSKHUHVEXWUDWKHUWRHQVXUHWKDWWKH\UHPDLQµLQWHJUDWHG¶WKURXJKPHGLDWLRQ
and open communicative channels that allow lifeworld values to permeate the 
system (Habermas 1996, Scambler 2001, Houston 2002). Part of the role of 
associations in civil society should thus entail the defence of the lifeworld 
against colonisation through the provision of a communicative interface at its 
boundary with the system. Indeed both Kelleher and White believe this 
provides the best account of the unique way that self-help groups / new social 
movements sustain the public sphere. The literature offers many further 
examples of the ways in which new social movements, service user and self-
help groups are working in alliance with the system and how knowledge is 
freely shared across the boundary when this is perceived to benefit and 
empower members (Epstein 1995, Jones et al 2004, Madara 2008). Having 
said this, the emphasis in self-help literature has been on how lay organisations 
are able to convey lifeworld values to the system, as a means of humanising its 
impersonal administrative logic (Kelleher 2001). However there remains little 
analysis of the ways that self-help groups are using system knowledge and 
values as a means of enhancing rather than threatening social integration and 
public communication in the lifeworld. This is especially so amongst authors 
who treat these groups as a type of social movement. This may be because it 
sits less comfortably with their focus on radicalism, challenge and protest, 
against the biomedical establishment, rather than in the type of mutually 
beneficial partnership with it that the vast majority of groups in the current 
study were hoping to achieve. This is not to suggest that the threat of co-
RSWDWLRQLVXQIRXQGHG,IJURXSV¶ZRUNLQJWRRFORVHO\ZLWKWKHV\VWHPUHVXOWV
in the uncritical adoption of its frames of reference at the expense of their own, 
then the linguistic and conceptual heterogeneity of civil society may be 
undermined, diminishing its ability to act as a space in which alternative 
definitions of need can be formulated. Thus any group that operates at the 
interface of the system and lifeworld must maintain a balance between 
encouraging constructive communications whilst simultaneously fending off 
FRORQLVDWLRQ+RZHYHULWPD\EHWKDW+DEHUPDV¶V\VWHPOLIHZRUOGGLFKRWRP\
was overly stark and paid too little attention to those situations in which 
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system and lifeworld operate symbiotically in ways that support and enable 
communicative action in the lifeworld.  
In the remainder of this section I will discuss how self-help groups are using 
their position at the interface in ways that contribute to the public sphere by 
means of increasing the complexity of debate, reclaiming areas of knowledge 
from specialist monopolisation and thus promoting mutual understanding. 
Following Kelleher and White I acknowledge that this can be explained in 
terms of WKHJURXSV¶GHIHQFHRIOLIHZRUOGDXWRQRP\DFKLHYHGWKURXJK
ensuring that the system remains anchored in lifeworld values. However, the 
current data suggest that their model does not go far enough and leaves some 
RIWKHJURXSV¶DFWLYLWLHVDQGHIIHFWVRQSXblic discourse unaccounted for. 
Through their engagement in open communications at the interface I will 
therefore illustrate how the groups also made an impact by importing 
knowledge and values from the system, this knowledge itself being used as a 
means of entrenching lifeworld independence.  
 
9.2.1 Enhancing discourse in the public sphere 
 
Over recent decades a number of related trends have been observed, the effect 
of which is widely regarded to be a deterioration in the quality of 
communication in the public sphere (Habermas 1989, Alexander 2006). Such 
µGXPELQJGRZQ¶RIFLYLFGLVFRXUVHLILWKDVLQGHHGRFFXUUHGPD\LQSDUWEH
caused by the increasing separation of knowledge into specialist, technical 
areas of expertise which results in the majority of the population being frozen 
out of debates and being denied the opportunity to speak about issues that 
affect them. Such exclusion from fields of expert knowledge is itself likely to 
perpetuate this process, in turn FRQWULEXWLQJWRZDUGVLQGLYLGXDOV¶QDUURZ
articulation of problems in wholly emotional terms, dissociated from their 
wider political or scientific context and hence open to charges of being that 
W\SHRI³SRVW-HPRWLRQDOLVP´%RUNPDQS5RJHUWKDt is 
DVVRFLDWHGZLWK³WDON-VKRZ´FXOWXUH-DFREV	*RRGPDQ%RUNPDQ
p 59) and in which informed rational debate amongst citizens is ultimately 
255 
 
replaced by the welfare claims of passive recipients. Similarly, such isolation 
of fields of knowledge will affect the system; technically complex matters 
becoming dissociated from their broader personal, emotional and ethical 
context resulting in their being reduced to simplistic, criteria such as 
effectiveness and efficiency (Kelleher 2001, Higgs & Jones 2001).  
Clearly any activity that works against such separation of knowledge fields and 
serves to highlight their interrelatedness will thus be adding to the 
sophistication of discourse in both system and lifeworld. The question in the 
current study is therefore whether the groups were acting in ways that 
increased the breadth of knowledge in either, or ideally both, social spheres, 
DQGWKDWPDGHWKHUHGXFWLRQRIPHPEHUV¶SUREOHPVWRDQ\RQHLVRODWHG
epistemological framework less likely. 
The evidence indicates that the groups were indeed contributing to the 
complexity of knowledge both through importing system knowledge into the 
group and exporting group values in return. None of the groups disbarred any 
particular form of knowledge and in general did not elevate the value of any 
above others, seeing each as valid according to its own parameters and 
depending on the particular use to which it was being put. For virtually all the 
groups, information from any source that furthered their goals, of enhancing 
the efficacy of lifeworld relationships and communications, would be 
welcomed as adding to the collective wisdom from which any member could 
draw according to their own perception of need. Information from policy 
makers, welfare providers, third sector agencies, research bodies, private 
companies and especially health professionals was amalgamated with that 
DULVLQJIURPPHPEHUV¶H[SHULHQFHWRSURGXFHDUHVRXUFHWKDWZDVRI
IXQGDPHQWDOLPSRUWDQFHWRWKHJURXSV¶SULPDU\DLPVDQGWKHNQRZOHGJHWKXV
created was freely fed back into any organisation that could play a part in the 
promotion of those aims.  
 
9.2.2 Communication channels between system and lifeworld 
 
Long-term professional contacts  
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As discussed above, the regular members of the groups were conversing 
primarily in terms of personal narratives and experience and using these 
conversations as a means of developing social goals and values as well as 
personal opinions about services, treatments and policies. At the same time the 
groups provided opportunities to feed this collective wisdom into the system 
DQGWKXVLQIRUPWKHODWWHU¶VFRQYHUVDWLRQVWKURXJKDYDULHW\RIPHDQVVXFKDV
consultation and education activities. One of the most important doorways into 
the system was through the long-term links many of the groups had developed 
with health professionals. These practitioners were regular visitors to meetings 
and were thus a party not only to formal discussion about technical matters but 
also to the informal conversations through which the groups developed their 
collective identity and social goals. Importantly these conversations would 
usually involve whole groups rather than just the leadership and would thus be 
FRQGXFWHGLQPHPEHUV¶HYHryday language. As such these professionals would 
EHZHOOSODFHGWRSURSHUO\XQGHUVWDQGWKHPHPEHUV¶UHDOFRQFHUQVDQG
priorities. In this way the groups provided a site of exposure for their values 
that would be unlikely to arise in more formal, institutional settings such as 
Patient & Public Involvement forums which are generally time limited and 
constrained by official agendas, etiquette and terminology. The group setting 
thus comprised a space in which communicative equality was far more likely 
to arise7KHPHUHIDFWRIWKHSURIHVVLRQDO¶VEHLQJKHDYLO\RXWQXPEHUHG
FRXSOHGZLWKPHPEHUV¶IDPLOLDULW\ZLWKWKHYHQXHWKHSDUWLFLSDQWVDQGWKH
procedures would be conducive to their speaking freely and on their own 
terms.  
/HDGHUV¶UROH 
As might be expected in light of their different priorities and roles within the 
groups, leaders added another dimension to the conveyance of lifeworld values 
to the system and hence to the complexity of knowledge within it. As 
GLVFXVVHGDERYHOHDGHUV¶WHQGHQF\WRWDNHWKHLPSetus in building outside links 
with professionals and to be the most enthusiastic participants in consultation 
activities meant that they occupied a place one step closer to the system than 
regular members. There were a number of ways in which such a role could add 
to both the collective goals of the group itself and to public discourse more 
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EURDGO\)LUVWO\OHDGHUV¶LQSXWLQWRWKHV\VWHPWKURXJKSDUWLFLSDWLRQLQ
consultations or research meant that their voice was more directly interfaced at 
the institutional level that of the members. Secondly the leaders of many 
groups either came from a health and social care background or had the levels 
of ability and motivation to undertake their own extensive research. This 
included gathering knowledge, not only about the clinical aspects of their 
condition and the technical elements of its treatments but also an in-depth 
understanding of national and local policies, practices and structures through 
which services were designed and implemented. Consequently they felt able to 
speak the language of the system without perceiving the kind of intimidation 
and subtle abuse of power that has been observed in some types of user forums 
(Hodge 2005, Garrett 2009). In speaking for groups in this way, leaders could 
thus be seen to be playing a crucial role in the public sphere in terms of 
HTXDOLVLQJWKH³V\VWHPLFFRQVWUDLQWV´+DEHUPDVSWKDWUHVXOW
inevitably in the unequal distribution of knowledge. These constraints, which 
might include anything from practical considerations, such as the availability 
of time, to intellectual capacity or educational opportunities, can result in the 
entrenchment of specialist knowledge, separated off from the reach of the 
ZLGHUVRFLHW\,QWXUQWKLVDOORZVIRUWKH³PRQRSROLVDWLRQ´RISROLWical 
questions by specialists (Habermas 1996 p317) that, due to the scope of their 
implications, should be open to discussion by as broad a population as 
possible, but at the very least by those affected by them. The group leaders 
clearly saw themselves as ideally placed and equipped to breach these 
constraints and in doing so bridge the gap between lay and expert wisdom. 
They were speaking to the system in ways and with an authority that, to the 
PDMRULW\RIPHPEHUVZRXOGQRWKDYHEHHQSRVVLEOH/HDGHUV¶Wechnical 
knowledge, that originated from the system, thus provided a channel through 
which to express group values and goals in a manner that seems more likely to 
ILQGDFFHSWDQFHWKDQGRLQJVRWKURXJKWKHJURXSV¶HYHU\GD\ODQJXDJHDQG
frameworks. Similarly their knowledge of policy agendas and processes 
allowed them to present these goals in ways that emphasised their 
compatibility with those of the system.  
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Leaders were thus breaking down barriers between different forms of 
knowledge. Their ability to understand and speak fluently in both the language 
RIWKHLUPHPEHUVDQGWKDWRIWKHV\VWHPHQDEOHGWKHPWRDFWDVµWUDQVODWRUV¶- 
allowing the priorities of each sphere to be put into terms in which they made 
sense to the other.  
The question arises though as WRZKHWKHUOHDGHUV¶VSHDNLQJLQWKHVHWHUPV
amounted to their capitulation to the system. If this were so then clearly they 
would no longer occupy space at the interface from which to engage in 
communicatively rational dialogue with both sides but would subsume 
WKHPVHOYHVXQGHUWKHV\VWHP¶VVWUDWHJLFDFWLRQ$VVXFKWKH\FRXOGQRORQJHU
claim to be acting either in defence of lifeworld autonomy or to augment the 
complexity of debate in civil society through sharing values and ideas across 
social spheres. However, the evidence strongly points to the fact that this had 
not happened. Firstly, the importance of conveying lifeworld values as well as 
technical data to the system was indicated by the large number of leaders that 
encouraged regular members, who by no means shared their levels of expertise 
or interest in specialist or political matters, to themselves participate in 
consultations and education activities, in some cases even attending in the 
OHDGHU¶VSODFH,QDGGLWLRQOHDGHUVRIWHQIUDPHGWKHLUWHFKQical knowledge in 
the wider needs of their members and frequently adopted issues in response to 
FRQFHUQVDQGVWRULHVDULVLQJIURPPHPEHUV¶SHUVRQDOH[SHULHQFHV
Furthermore, as discussed above, the overriding purpose that members 
ascribed to the groups was their enhancement of lifeworld relationships, 
H[SUHVVHGWKURXJKWKHJURXS¶VPXWXDOVXSSRUWUROH± thus if leaders had 
become disengaged from the lifeworld values and conceptual frameworks that 
sustained these relationships it seems unlikely that the vast majority of the 
groups would have maintained such high levels of member ownership and 
collective identity.  
It appears as though both members and leaders were happy to talk in the 
ODQJXDJHRIWKHV\VWHPDQGHYHQWRSUHVHQWWKHPVHOYHVDV³ILW>WLQJ@LQWR´RU 
³FRPSOHPHQWLQJ´JRYHUQPHQWDJHQGDVKRZHYHUILOWHULQJH[SHUWLGHDVWKURXJK
WKHJURXSV¶FRPPXQLFDWLYHSURFHVVHVPHDQWWKDWWKHVHLGHDVZHUH
reinterpreted in a way that gave them a subtly different meaning to 
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professional knowledge. This explains why the groups simply did not see the 
technical information that was shared amongst members as akin to that of 
experts within the system. Rather, in response to their collectively determined 
JRDOVLWZDVLQWHUSUHWHGDV³WLSVDQGDGYLFH´DQGLQVWHDGRIEHLQJSHUFeived as 
part of a treatment model it was conceptualised as an intrinsic aspect of the 
JURXS¶VVXSSRUWUROH,QHIIHFWDQ\WHFKQLFDONQRZOHGJHRUPDLQVWUHDP
concepts that came into the group - be they from leaders, professionals or 
members - were reframed LQWKHFRQWH[WRIWKHJURXS¶VFRUHDLPVDQG
negotiated values. Thus mainstream labels might be willingly worn and 
diagnosis sought in a way that suggests a simplistic form of co-optation to the 
V\VWHP¶VHQGV+RZHYHUZKLVWVXFKDFWLRQGLGIROORZWKHLQGLYidualist 
biomedical model of locating health and illness in the individual body rather 
than as a function of broader socio-economic factors, the respondents, unlike 
the mainstream establishment, crucially saw the individual body as gaining its 
meaning, identity and wellbeing primarily in the context of social relationships 
made possible and maintained through the collective enterprise of the group. 
Thus any treatment, technology or medical ideology had to be interpreted and 
applied in ways that fulfilled this end.  
Using system knowledge to enhance lifeworld communication 
There was no evidence to indicate that group members saw the system and 
lifeworld in the kind of stark dichotomous relationship suggested at times by 
Habermas. Any knowledge that was seen to contribute to the reformation of 
personal identity or the development of collective identity was welcomed and 
utilised without reservation or concern as to its source. Thus biomedical 
frameworks of disability and mental illness as well as the opportunity for 
diagnosis and the clinical labels that accompanied them were happily adopted 
whenever members saw these as contributing to a more recognisable view of 
themselves and thus to more authentic and communicatively rational private 
relationships.  
Where the adoption of such medical definitions could be problematic in 
Habermasian terms is if they were to result in the type of passivity and claims-
making that undermines communicative action by encouraging the 
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juridification of private life. In effect such a process amounts to addressing 
problems through the imposition of control rather than through the promotion 
of individual autonomy and efficacy ± in turn thereby increasing the very 
passivity which allowed it to occur in the first place. Again though there was 
no intimation whatsoever that any group was, either intentionally or otherwise, 
acting in ways to encourage such a process. System knowledge, technologies 
and concepts were rather being used as enabling resources insofar as they 
supported or promoted the social goals, identities and values determined by the 
group. Indeed it could be argued that the expert sources of this knowledge 
were acting as one of the voices within the process of negotiation of these 
goals and so could themselves be seen as a constitXWLYHSDUWRIWKHJURXS¶V
collective identity creation; and, as with the other voices that contributed to 
this, it would inevitably itself be changed by the process of negotiation. It may 
be therefore that well-functioning collective identity development is an 
important factor in encouraging integration between social spheres, but at the 
VDPHWLPHGHIHQGLQJDJDLQVWWKHOLIHZRUOG¶VFRORQLVDWLRQ± WKHV\VWHP¶VYRLFH
simply being treated as one amongst many in the hotchpot of group bargaining.  
A fundamentally important part of the social goals of many of the groups was 
to promote self-efficacy, and one of the most important ways in which groups 
used medical knowledge in order to achieve this was as a means of enabling 
them to make autonomous choices.  Zygmut Bauman regards this ability as 
fundamental to individual empowerment and self-determination in a modern 
society (Jones 2001) and as such it would be something which any civic theory 
must take into account; and the respondents appeared to share his view of its 
importance. Many members described the difficulties in understanding the 
options being presented by clinical experts, and clearly having to make such 
choices without thorough knowledge and understanding of the possibilities 
could lead to feelings of powerlessness and manipulation as a means of serving 
WKHV\VWHP¶VLQVWUXPHQWDODLPV&RQVHTXHQWO\WKHGLVFXVVLRQRIGUXJV
RSHUDWLRQVDQGWUHDWPHQWSDWKZD\VIRUPHGD³ELJSDUW´DQGZDVDQH[WUHPHO\
YDOXDEOHDVSHFWRIJURXSV¶FRQYHUVDWLRQV 
An important indication of the way the groups were working at the interface to 
encourage a symbiosis between system and lifeworld was that the personal 
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empowerment that relied on resources originating in both of these spheres was 
put into effect not only in terms of lifeworld relationships but also vis a vis the 
system itself. As such it provided another means by which lifeworld values 
were able to find a route back to the system. Members used their increased 
knowledge of both clinical matters and of the structural and political factors 
underlying them, for example the reasons why different clinicians followed 
GLIIHUHQWWUHDWPHQWSDWKZD\VLQRUGHUWREHWWHU³VWDQGXSWR´SURIHVVLRQDOVDQG
have their voice heard in interactions with them. However this was not in a 
way that fundamentally challenged the ideology or frameworks of clinicians 
but rather promoted the incorporation of lifeworld perspectives into them. 
7KXVZKHQDUHVSRQGHQWWDONHGDERXWXVLQJWKHJURXSWREHFRPHD³EHWWHU´
SDWLHQWLWPD\QRWDVKDGDSSHDUHGDWILUVWVLJKWEHLQGLFDWLYHRIWKHJURXS¶s 
having been co-opted to fulfil the strategic aims of the system. Rather it is 
possible that through the groups acting as a space in which to reflect on and 
recast different forms of knowledge they were able to contribute to the 
reformulation of notions sXFKDVZKDWFRQVWLWXWHVD³EHWWHU´SDWLHQW7KHLU
communicative links into both system and lifeworld thus provided a potential 
means through which to encourage both clinicians and group members to 
LQWHUSUHWWKH³EHWWHU´SDWLHQWLQDPRUHFRPSOH[ZD\3DWLHQWV¶LQFUHDVHG
technical knowledge allowed them to be more demanding and assertive but 
within the context of mutual understanding and collaborative, complementary 
goals.  
 
9.2.3 Informing public debate 
 
At a slightly more abstract level, knowledge emanatinJIURPWKHJURXSV¶
engagement at the interface with the system provided the means by which to 
enhance the quality of their political understanding and the complexity of their 
articulation of social need. Again this is an area that throws up doubts about 
thHDSSURSULDWHQHVVRIWDNLQJWRRQHJDWLYHDYLHZRIWKHV\VWHP¶VUROHLQSXEOLF
discourse and invites a more nuanced approach to the constructive interplay 
between the spheres. A number of groups, unsurprisingly in light of their focus 
on personal support, tended to concentrate on the individual issues of members 
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rather than wider political debates. The problem with this approach is that such 
DIRFXVZKLOVWKDYLQJWKHSRWHQWLDODV+DEHUPDVGHVFULEHGWR³GUDPDWL]H´
(1996 p359) broader political questions, can also result in a narrow, inward 
looking concern that fails to acknowledge the types of universal moral 
question, engagement with which Habermas felt was an essential component 
of OHJLWLPDWHFLYLFFRQYHUVDWLRQ6LPLODUO\DYLHZRIRQH¶VRZQSUREOHPVLQ
isolation from their broader context could encourage the type of simplistic 
demands for welfare benefits that Habermas perceived as anathema to the 
public sphere. By engaging with the system however, through participation in 
consultation, research and bodiHVVXFKDV1,&(PHPEHUV¶SHUFHSWLRQRIWKHLU
own condition and how it should be addressed by public services had the 
opportunity to become contextualised in wider system requirements, such as 
efficiency, and broader political and economic constraints. Admittedly, whilst 
in practice the system may be guided as much by political expediency, 
contextual factors such as efficiency are clearly valid considerations in many 
political decisions in modern welfare states, and can ultimately be 
conceptualised as resting on universal moral ideas such as justice and fairness. 
Associations working at the interface can thus play an important role in 
bringing the moral components of such ideas to the fore thereby broadening 
the scope of both system and lifeworld conversations. The fact that these 
considerations tend to reflect a liberal view of the public sphere (Benhabib 
1992, Habermas 1996), and are not directly concerned with questions of power 
or social justice, should not cloud the fact that incorporation of ideas of 
procedural justice into concepts such as efficiency or resource allocation is still 
a valid means of extending and elaborating political debate.  And in a number 
of groups, including those that had the closest links with the system, there was 
clearly an acknowledgement of needs beyond those of the membership and of 
the necessity for equitable, efficient distribution of resources as a means of 
addressing them. Respondents used ideas such as efficiency and fairness as a 
means of locating claims related to their condition within the overall scope of 
health and welfare services. By contextualising the lifeworld experiences of 
their members within system imperatives they can thus make their own 
arguments more amenable to consideration by the system.  At the same time 
they can transpose concepts, such as efficiency, that appear dehumanised and 
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impersonal in the hands of the system, but which may nonetheless be 
important considerations in the development of policy, into language that can 
inform more complex debate in the lifeworld. In doing this they encourage a 
type of discourse whose focus takes account of needs beyond those of the 
participants.  
 
9.2.4 Maintaining autonomy 
 
Despite the extent to which they worked together, the groups were very keen to 
defend their iQGHSHQGHQFHDQGWRVWUHVVWKDWWKH\ZHUH³VHSDUDWH´RU
IXQGDPHQWDOO\³GLIIHUHQW´IURPPDLQVWUHDPVHUYLFHV6LPLODUO\WKH\UHVHQWHG
interference in what they were doing, although very few in fact saw such 
threats to their autonomy as a significant risk. It may be though that their 
failure to give consideration to the possibility of co-optation increases its 
chance of occurring. For example those groups that wanted closer links to the 
system through the receipt of more patient referrals as well as those that were 
moving towards a more formal service provision type role had generally given 
little attention to whether this could constrain their freedom by increasing the 
levels of public accountability to which they may become subjected. And 
whilst there was no evidence of this having taken place as yet, previous 
UHVHDUFKZDUQVWKDWYROXQWDU\DVVRFLDWLRQV¶HYROXWLRQWRZDUGVVHUYLFHGHOLYHU\
can indeed have such consequences (McLean 1995, Burge 1999, Lewis 2005).  
Similarly the groups did not, on the whole, fear that their attendance at 
consultations would affect the autonomy of their voice. Whilst stressing that 
they were essentially on the same side as mainstream services, they defended 
WKHLUULJKWWRDVNWKH³GLIILFXOWTXHVWLRQV´DQGLQDQXPEHURIFDVHVKHOGRQWo 
the possibility of taking up a more oppositional type stance if the 
circumstances so demanded ± clearly still seeing themselves therefore as 
located in a position extraneous to the system. Of course the evidence from the 
findings was limited to the respoQGHQWV¶RZQSHUFHSWLRQVDQGLWFRXOGEH
DUJXHGWKDWLQIDFWLWLQGLFDWHGWKHH[LVWHQFHRI³FRQFHDOHGVWUDWHJLFDFWLRQ´
through which the groups were being unknowingly manipulated through the 
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³XQFRQVFLRXVGHFHSWLRQ´+DEHUPDV6FDPEOHU	%ULWWHQS54) of 
WKHPHGLFDOHVWDEOLVKPHQW¶VV\VWHPLFDOO\GLVWRUWHGFRPPXQLFDWLRQV+RZHYHU
the notion of concealed strategic action needs to be treated with care as it can 
XOWLPDWHO\XQGHUPLQH+DEHUPDV¶RZQFRQFHUQWRPDLQWDLQWKHSODFHRI
individual moral agency within discourse based theory ± genuine, rationally 
attained consensus with the system being too easily dismissed as a form of 
false consciousness. Indeed it is notable that those groups with the greatest 
involvement in consultations tended to have leaders and key members with 
very high levels of awareness, not just about technical and clinical matters, but 
also about the political issues and power structures on which health and social 
care services rested, thus providing a bulwark against such inadvertent co-
optation.  
Multiple boundaries 
The unique type of role that self-help groups may be able to play in promoting 
public discourse is perhaps better served by thinking in terms of boundaries 
rather than a boundary between system and lifeworld. As well as their 
communicative relationship with health services a number of groups were 
engaged in important conversations about broader issues such as ethnicity, 
UHOLJLRQDQG³SROLWLFDOFRUUHFWQHVV´UHJDUGLQJZKLFKWKHUHZDVDEHOLHIWKDW
voices have been silenced by mainstream agencies. Members clearly saw 
meetings as a safe space in which to raise concerns about such sensitive 
matters; at the same time their links with the system, through which they had 
come to understand the importance of framing ideas in admissible language 
forms, may allow them to articulate grassroots concerns in ways that are 
acceptable to the establishment, thus brokering communication in highly 
polarised debates and increasing the likelihood of attaining consensus. The 
QDWXUHRIWKHJURXSV¶FRPmunications, as largely free from institutional 
FRQVWUDLQWVDOVRVHUYHGWRKLJKOLJKWWKHSUREOHPLQ+DEHUPDVLDQWKHRU\¶V
WHQGHQF\WRUHIHUWR³WKHV\VWHP´RUWKHSURFHVVRI³FRORQLVDWLRQ´LQXQLWDU\
terms. The respondents used meetings to discuss how agencies such as 
universities or even Self Help Nottingham, not traditionally associated with the 
risk of colonisation, could themselves take advantage of language distortions 
to serve strategic ends. Groups were thus happy to adopt concepts from one 
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dominant IUDPHZRUNIRUH[DPSOHWKHLGHDRIWKH³SDWLHQW´IURPELRPHGLFDO
discourse, as a way of challenging the perceived linguistic hegemony arising 
from another part of the system, thereby increasing the communicative 
exchange between different frameworks and adding to the complexity of 
understanding of social phenomena within both system and lifeworld.  
Structure and funding 
Borkman et al (2005-6) raise the possibility that state funding of self-help 
organisations runs the risk of undermining their unique ethos and ways of 
working and in this they reflect a view common in voluntary sector literature 
which sees many charities as having becoPHSDUWRID³VKDGRZVWDWH´)\IH	
Milligan 2003 p2070) through their receipt of public money. However, the 
associations to which these observations refer were all far larger and in much 
more formal relationships with the system than any of the groups in the current 
study. The groups here were generally in receipt of small sums to which very 
few subsequent conditions were attached. Indeed even those whose funding 
levels allowed them to obtain dedicated premises or consider paying staff 
reported that they were left alone and subjected to little or no interference.  
Having said this, prior to being granted the funding, the groups were generally 
required to adopt certain structural forms which, as organisational structure 
ZDVDQLQWULQVLFSDUWRIWKHJURXSV¶Follective identity creation, could be seen 
to have the potential to affect this process. It similarly appeared possible that 
requirements for written constitutions and statements of group values could 
interfere in the autonomous and organic development of cultural norms, the 
open negotiation of which is also at the heart of collective identity formation. 
This seemed particularly so as such documents were usually drafted with 
extensive assistance from outside agencies such as Self Help Nottingham. In 
practice however these risks did not appear to materialise.  The groups, whilst 
adopting the nominal structures, policies and constitutions that were required, 
negotiated their actual roles  and applied and developed rules in a far more 
flexible and interpretive fashion, through processes of open discussion and 
deliberation.  
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9.3 Conclusions 
 
The findings support the view of self-help groups as not being overtly 
politicised or engaged in the types of direct political action that are typical of 
some new social movements or activist groups. However the value of using a 
Habermasian framework is that it provides the means to conceptualise 
indirectly political behaviour in terms of its democratising effects in the public 
sphere. Indeed a rarely discussed implication of his model, in its reliance on 
inclusive communicative action as well as its objection to claims-making, is 
that in certain ways it could be said to elevate the democratising  effects of 
discourse oriented to the enabling end of the spectrum of civil society over that 
directed to the protest sector. And it was this end of the continuum at which 
self-help groups clearly wished to operate.  
The groups were acting as sites of active citizenship in a number of different 
ways.  
Perhaps the most important of these was their goal of reconstituting 
communicative processes and relationships in the lifeworld. Groups were 
being used as a means of reframing personal and collective identities. These 
reframed identities allowed members to renew their participation in the 
community through social activity, awareness events, public speaking and 
network formation. Such behaviour was clearly a means through which to 
foster individual autonomy in the lifeworld. It allowed members to develop a 
more confident voice through the knowledge they helped to create; when they 
spoke it was in a voice that they recognised as their own and one that their 
increased confidence meant that they could demand others recognised. This 
authentic, undistorted self and social recognition was clearly a prerequisite for 
consensus building in the lifeworld, as without it true mutual understanding 
would not be possible. 
+DEHUPDV¶FRQFHUQWKDWDQLGHDOSXEOLFVSKHUHVKRXOGDFWDVDVLWHLQZKLFK
previously excluded groups are brought into public debate was taking place 
within many of the groups. This is an area in which larger, more formally 
organised social movements such as many AIDS and anti-psychiatry 
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associations have sometimes been lacking. And it may be that the small size, 
low levels of funding and consequent flexible structural arrangements, the 
evolution of which itself constitutHGSDUWRIWKHJURXSV¶SURFHVVHVRIFROOHFWLYH
identity creation, allowed all members to take a direct part in conversations. It 
was the existence of this type of communicative equality intrinsic to processes 
of identity negotiation that meant that groups with ostensibly dominant leaders 
were still perceived as acting democratically.  
7KHJURXSVDIIRUGHGDQRSSRUWXQLW\IRUPHPEHUV¶H[SRVXUHWRPDQ\VRXUFHVRI
knowledge and topics of conversation with which they would otherwise not 
have been in contact. The input of health, welfare, academic and educational 
agencies meant that groups could go some way to breaking the monopoly of 
knowledge held by technical specialists; and as such they were providing 
another way in which excluded voices were being brought into public 
conversations. The input from this range of sources also enabled groups to 
borrow concepts from a number of frameworks and to reinterpret and rearrange 
this knowledge in ways that helped fulfil the social goals and lifeworld values 
negotiated in the group.  
Again such communicative processes had the effect of increasing personal 
autonomy and efficacy which meant that members were able to use the 
knowledge created in the groups in their interactions with the system. To most 
respondents this resulted in more equal relationships with clinicians and the 
ability to make more informed choices about their own treatment and welfare. 
By supporting the communicative integration of system and lifeworld the 
groups were ensuring that both sides engaged with and better understood each 
RWKHU¶VHSLVWHPRORJLFDOSHUVSHFWLYHDQGKRZWKLVFRXOGFRQWULEXWHWRWKH
pursuit of complimentary social goals. Again therefore we see the groups as 
promoters of mutual understanding and social consensus.  
 
Closing reflections 
On completing the thesis I became aware that it could be accused of presenting 
an idealised view of self-help groups. This is a claim that has also been 
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levelled against previous studies and that reflects the general methodological 
issue inherent in this field with respect to the difficulty in accessing people 
who choose not to attend or not to continue participating in these groups. Thus, 
I make no claim that self-help groups would be universally beneficial or that 
everybody would regard them as a desirable channel through which to get their 
voice heard, manage their health condition or bolster their self-confidence and 
personal identity.  
In fact the positive picture of the groups that the thesis portrays only gradually 
emerged through the course of the study and in many ways took me by surprise 
as it did so. During the early stages of my work I had been somewhat cynical 
about the effects that I thought I would find; in response to certain aspects of 
the literature, especially those which linked self-KHOSJURXSVWRµYLFWLP¶
PHQWDOLWLHVµWDON-VKRZ¶FXOWXUHDQGPHGLFDOL]Dtion I had expected to conclude 
that a significant proportion, perhaps even the majority, of these groups would 
be having deleterious effects on civic discourse. However over the duration of 
the fieldwork and even more so whilst writing up the findings I became firmly 
convinced that the opposite was the case.   
The civic impact made by self-help groups may be small-scale; they neither 
talk loudly nor carry big sticks. But they do talk - and they talk in ways that, 
for those who subscribe to them, increase personal autonomy, enhance social 
relationships, foster social networks and increase knowledge and 
understanding - both of the self and the society in which the self must find 
meaning, survive and thrive.  
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